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ABSTRACT
THE INFLUENCE OF KIN SUPPORT AND PARENTAL ATTITUDES 
ON THE CARE OF DEINSTITUTIONALIZED,
DEVELOPMENTALLY DISABLED CHILDREN
by
Susan C. H e r r i c k  
U n i v e r s i t y  o f  New Hampshire ,  December 1987
Are  t h e r e  c h a r a c t e r i s t i c s  o f  t h e  hand icapped  c h i l d  a n d / o r  h i s  
f a m i l y  which c o r r e l a t e  w i th  p a r e n t s '  p e r c e p t i o n s  o f  p o s i t i v e  k in  s u p ­
p o r t ?  How does k in  s u p p o r t  a f f e c t  t h e  c h i l d ' s  p lacemen t  outcomes?
How does  t h e  c h i l d ' s  l o c u s  in  t h e  h i s t o r i c a l  c o n t e x t  o f  t h e  d e i n s t i t u  
t i o n a l i z a t i o n  movement i n f l u e n c e  h i s / h e r  com m u n i t i za t io n ?
To answer t h e s e  q u e s t i o n s ,  93 f a m i l i e s  whose c h i l d r e n  were 
r e s i d e n t s  a t  L acon ia  S t a t e  School  and T r a i n i n g  C e n te r  f o r  m e n t a l l y  
r e t a r d e d  peop le  i n  New Hampshire  were engaged in  f a c e - t o - f a c e  i n t e r ­
views between 1984 and 1985.  Each p a r e n t  was r e a d  a l i s t  o f  p o s s i b l e  
r e s o u r c e  groups ( f a m i l y ,  f r i e n d s ,  n e i g h b o r s ,  c o - w o r k e r s ,  o t h e r  
p a r e n t s ,  c l e r g y ,  d o c t o r s ,  and " o t h e r s " )  and asked how f r e q u e n t l y  each  
gave a s s i s t a n c e .  P a r e n t s  were asked who was t h e  most  s u p p o r t i v e  and 
t o  r a t e  t h e  l e v e l  o f  s u p p o r t i v e n e s s  o f  ex tended  k i n ,  on a L i k e r t - t y p e  
s c a l e  as  i t  r e l a t e d  t o  t h e i r  c h i l d .
Using m u l t i p l e  r e g r e s s i o n  a n a l y s i s ,  f i n d i n g s  s u g g e s t  t h a t ,  a t  
t h e  t i m e  o f  community p l a c e m e n t ,  t h e  most  s i g n i f i c a n t  v a r i a b l e s  c o r r e  
l a t e d  w i t h  p e r c e i v e d  p o s i t i v e  k in  s u p p o r t  a r e  t h e  c h i l d ' s  g e n d e r ,  
d i a g n o s i s ,  y e a r  o f  p lacem en t  and t h e  p r o p o r t i o n  o f  s i s t e r s  l i v i n g  in  
t h e  h o u s e h o ld .
F o l lo w -u p  i n t e r v i e w s  or  p a r e n t s  and t h e i r  k i n  r e v e a l e d  t h e  type  
o f  s u p p o r t  o f f e r e d ,  o f t e n  depended upon f a m i l i e s '  deve lopmenta l  
c y c l e s .  Though men and women r e l a t i v e s  p ro v id e  d i f f e r e n t  t y p e s  o f  
s u p p o r t ,  a t  d i f f e r e n t  t i m e s ,  t h e i r  s u p p o r t  seems t o  have a c a t a l y t i c  
r a t h e r  than  a d i r e c t  e f f e c t  upon t h e  m o t h e r ' s  a b i l i t y  t o  i d e n t i f y  and 
u t i l i z e  a v a i l a b l e  community r e s o u r c e s .  The d a t a  l e n d  f u r t h e r  c r e d e n c e  
t o  t h e  i n c r e a s i n g  e v i d e n c e  o f  t h e  b e n e f i t s  o f  i d e n t i f y i n g  h a nd ic a ppe d  
f a m i l i e s '  k in  s u p p o r t  n e tw o rk s ,  no t  o n l y  in  t e rm s  o f  i n t e r v e n t i o n  and 
t r e a t m e n t  b u t  i n  t erms  o f  " c o m m u n i t i z a t i o n . "  T h i s  te rm i s  i n t r o d u c e d  
as  t h e  l o g i c a l  p o l i t i c a l  n e x t  s t e p  a f t e r  t h e  d e i n s t i t u t i o n a l i z a t i o n  
and n o r m a l i z a t i o n  movements .  I t  i s  a rgued  t h a t  k i n  a r e  the  l i k e l y  
c a n d i d a t e s  f o r  f u r t h e r i n g  t h i s  p r o c e s s  s i n c e  t h e y  r e s i d e  midway b e t ­
ween s o c i e t y - a t - l a r g e  and t h e  hand icapped  f a m i l i e s  t h e m s e lv e s .  P o l i c y  
i m p l i c a t i o n s  o f  t h i s  s t u d y  a r e  d i s c u s s e d  wi th  r e g a r d  t o  Moroney ' s  
n o t i o n  o f  " s h a r e d  r e s p o n s i b i l i t y "  (Moroney,  1986) and L i tw a k ' s  
" p r i n c i p a l  o f  match ing"  (L i tw a k ,  1985 ) .
CHAPTER I
THE INVOLVEMENT OF EXTENDED KIN IN THE CARE 
OF OEVELOPMENTALLY DISABLED CHILDREN: AN OVERVIEW
The p u r p o s e  o f  t h i s  s t u d y  i s  t o  examine  th e  e f f e c t s  o f  kin s u p ­
p o r t  on t h e  c a r e  o f  d e v e lo p m e n t a l l y  d i s a b l e d  c h i l d r e n ,  i n  t h e  c o n t e x t  
o f  t h e  d e i n s t i t u t i o n a l i z a t i o n  movement s t i l l  in  p r o g r e s s  in  t h e  Uni ted  
S t a t e s .  Th i s  movement r e p r e s e n t s  t h e  c u l m i n a t i o n  o f  o v e r  a c e n tu r y  o f  
i d e o l o g i c a l  c h a n g e s  with r e g a r d  t o  d e v i a n t s .  I t  has r e s u l t e d  in t h e  
r e d u c t i o n  o f  i n s t i t u t i o n a l  c e n s u s e s  a c r o s s  t h e  co u n t ry  (Conroy,
1 9 8 5 a ) .  As an e n d - g o a l ,  however ,  d e i n s t i t u t i o n a l i z a t i o n  i s  u n s a t i s ­
f a c t o r y .
"Com muni t i za t ion"  ( M a l l o r y ,  1986a)  ha s  become t h e  te rm  used to  
d e s c r i b e  t h e  l o g i c a l  n e x t  p h a s e  in r e a l i z i n g  the  p r i n c i p l e s  of  n o r ­
m a l i z a t i o n  ( N i r j e ,  1976) as  t h e  i d e o l o g i c a l  f o u n d a t i o n  l a i d  down in 
t h e  1970s.  Com m uni t iza t ion  means t h e  i n t e g r a t i o n  o f  d e v e lo p m e n t a l l y  
d i s a b l e d  p e o p l e  i n t o  t h e  community.  Th i s  does  not  s im p ly  mean a 
house  on Main S t r e e t ,  USA, b u t  a s h a r p l y  i n c r e a s e d  p r o b a b i l i t y  t h a t  
hand icapped  p e o p l e  w i l l  have  d a i l y  c o n t a c t  w i th  members o f  t h e  r e s t  
o f  t h e  community which w i l l  e v e n t u a l l y  l e a d  t o  t h e  l o w e r i n g  of  the  
c onsequences  o f  s t i g m a .  The p r o c e s s  i n v o l v e s  t h e  s o c i a l i z a t i o n  of  an 
e n t i r e  n a t i o n  w i t h  r ega rd  t o  t h i s  small  segment  o f  i t s  p o p u l a t i o n  
( a b o u t  3%).
The im p o r t a n c e  o f  e x t e n d e d  k in  in  t h i s  s o c i a l i z a t i o n  p roce s s  
i s  n o t  t o  be u n d e r e s t i m a t e d ,  even though i n  i n d u s t r i a l  s o c i e t y ,  f a m i ­
l i e s  t end t o  l i v e  n e o l o c a l l y  and in n u c l e a r  u n i t s .  L i tw ak (1985) ,  
F a r b e r ,  (1981)  and o t h e r s  ( e . g .  B o t t ,  1971;  Young and W i l l m o t t ,  1957)
1
2h a v e  shown t h a t  modern f a m i l i e s  s t i l l  have a g r e a t  deal  o f  c o n t a c t  
w i t h  ex tended  k i n .  This b e i n g  t h e  c a se ,  e x te n d e d  kin o f  hand icapped  
c h i l d r e n  a r e  l i k e l y  c a n d i d a t e s  in  f u r t h e r i n g  c o m m u n i t i z a t i o n .  As I 
w i l l  d i s c u s s  l a t e r  in t h i s  i n t r o d u c t i o n ,  p a r e n t s  and p r o f e s s i o n a l s  
h a v e  begun t o  i n c l u d e  in fo rm a l  networks in  t h e  c a r e  and t r e a t m e n t  
program p l a n n i n g  o f  d e v e l o p m e n t a l l y  d i s a b l e d  p e o p le ,  e s p e c i a l l y  
c h i l d r e n .  What I am a rgu ing  i s  t h a t  ex tended  k in  r e s i d e  midway b e t ­
ween s o c i e t y - a t - l a r g e  and t h e  hand icapped f a m i l i e s  t h e m s e l v e s ,  and ,  
t h e r e f o r e ,  can e x p e d i t e  d e - s t i g m a t i z a t i o n  and community i n t e g r a t i o n .
I t  i s  i n  t h i s  c o n t e x t  t h a t  we ask t h e  q u e s t i o n :  What a r e  the
e f f e c t s  of k i n  invo lvement  on t h e  c o m m un i t i za t ion  of  d e v e lo p m e n t a l l y  
d i s a b l e d  c h i l d r e n ?  Since k i n  a r e  p o t e n t i a l l y  a major s o u r c e  o f  he lp  
w i t h  f am i ly  p r o b l e m s ,  t h e  q u e s t i o n ,  in t h i s  r e s e a r c h  i s :  Which f a m i ­
l i e s  a re  most  l i k e l y  t o  p e r c e i v e  them se lv es  as  s u ppo r te d  by t h e i r  kin?  
F u r th e r m o r e ,  d o e s  t h i s  p e r c e i v e d  s u p p o r t ,  o r  l a c k  t h e r e o f ,  c o n t r i b u t e  
t o  c o m m u n i t i z a t io n  outcomes? These  q u e s t i o n s  a r e  i m p o r t a n t  t o  an 
immediate  u n d e r s t a n d i n g  of  how f a m i l i e s  cope  w i t h  major  d i f f i c u l t i e s .
The 93 c h i l d r e n  and young a d u l t s  whose f a m i l i e s  p a r t i c i p a t e d  in 
t h i s  s tudy ,  h a v e  a l l  sha red  in  common t h e  f a c t  t h a t  t h e y  have  been ,  a t  
o n e  t ime in t h e i r  l i v e s ,  r e s i d e n t s  of  t h e  L a c o n ia  S t a t e  School  and 
T r a i n i n g  C e n t e r  (LSS) in t h e  S t a t e  o f  New Hampshire .  They and t h e i r  
f a m i l i e s  have a l l  f aced  t h e  d i f f i c u l t i e s  o f  p lac e m e n t  i n  t h e  i n s t i t u ­
t i o n  and th e n  t h e  p r o sp e c t  o f  r e t u r n i n g  t o  t h e  community.  In  t h i s  
s t u d y ,  we w i l l  f o c u s  on k in  s u p p o r t ,  but  i t  s h o u ld  be k e p t  i n  mind 
t h a t  we were n o t  mere ly a d d r e s s i n g  an a u x i l i a r y  r o l e  o f  k i n .
Under ly ing  t h i s  f a m i l i a l  a l t r u i s m  i s  a p o t e n t i a l l y  s t r o n g  p o l i t i c a l  
f o r c e  in e x p e d i t i n g  community i n t e g r a t i o n  o f  hand icapped  p e o p l e .
3The Family  and Extended Kin 
The f a m i l y ,  f o r  pu rp o se s  o f  t h i s  r e s e a r c h ,  i s  d e f i n e d  as  con­
s i s t i n g  of  t h e  n u c l e a r  f a m i l y ,  i . e . ,  p a r e n t s  and t h e i r  c h i l d r e n .  This  
d e f i n i t i o n  s e r v e s  as  t h e  b a s i s  f o r  v a r i a t i o n s ,  such as  t h e  s i n g l e ­
p a r e n t  f a m i ly  ( u s u a l l y  s i n g l e  m o th e r s  and t h e i r  c h i l d r e n ) ,  t h e  r e ­
c o n s t i t u t e d  f a m i l y  ( S a t i r ,  1972)  c o n s i s t i n g  o f  e i t h e r  widowed or  
d i v o r c e d  p e r s o n s  who a r e  m a r r i e d  and l i v i n g  w i t h  t h e i r  own a n d /o r  
t h e i r  s p o u s e ' s  b i o l o g i c a l  c h i l d r e n  from a p r e v i o u s  m a r r i a g e ;  a l s o  
i n c l u d e d  a r e  f o s t e r  and a d o p t i v e  f a m i l i e s .
R e s e a r c h e r s  have r e a c h e d  t h e  c o n c lu s i o n  in  every  decade  s i n c e  
t h e  1950s ,  t h a t  e x te nde d  k in  r e l a t i o n s  of  s i b l i n g s  and t h e i r  p a r e n t s ,  
g r a n d p a r e n t s  and g r e a t  g r a n d p a r e n t s  a r e  s t i l l  i m p o r t a n t  in  c o n t r i b u t ­
in g  t o  t h e  f u n c t i o n i n g  of  t h e  n u c l e a r  f a m i l y  u n i t  in i t s  v a r i o u s  forms
( B o t t ,  1957; Young and W i l l m o t t ,  1957;  Komarovsky,  1962; F a r b e r ,  1973;
R ub in ,  1976; F a r b e r ,  1981; L i tw a k ,  1985; Fewell  and Vadasy, 1986) .
Kin a s s i s t a n c e  i s  no t  s t a t i c .  I t  waxes and wanes ov e r  t h e  l i f e
c y c l e .  Over tw e n ty  y e a r s  ago ,  t h e  a n t h r o p o l o g i s t ,  Meyer F o r t e s
( 1 9 6 2 ) ,  a rgued t h a t  n u c l e a r  and e x te nde d  f a m i l i e s  and p a t r i l o c a l  and 
m a t r i l o c a l  r e s i d e n c e s  a r e  p a r t  o f  a deve lopm enta l  c y c l e  which i s  
r e p r e s e n t e d  by r e s i d e n c e  bu t  t h a t  t h e s e  a r e  o n l y  p o i n t s  i n  t im e  in  t h e  
c y c l e .  The ' ' i s o l a t e d ' *  n u c l e a r  u n i t  i s  one w i t h  t i e s  t o  e x te n d e d  k in  
which change o v e r  t h e  l i f e  c y c l e  o f  f a m i ly  members and in  h i s t o r i c a l  
t i m e .  For  example,  when c h i l d r e n  l e a v e  t h e i r  f a m i l i e s  o f  o r i g i n  to  
found  t h e i r  own f a m i l i e s  o f  p r o c r e a t i o n ,  t h e r e  i s  s t i l l  documented 
e v i d e n c e  o f  exchange  o f  goods and s e r v i c e s  in  h e l p i n g  t h e  new c oup le  
e s t a b l i s h  t h e i r  h o u se ho ld  (Kennedy and S t o k e s ,  1982) .  There  i s  a com­
mon j o k e  in  ou r  c u l t u r e  which s a y s ,  " I f  i t  w e r e n ' t  f o r  weddings and
4f u n e r a l s ,  we'd  n e v e r  see ou r  r e l a t i v e s . "  This i s  s im p ly  the  
o b s e r v a t i o n  t h a t  f a m i l i e s  expand and c o n t r a c t  over  t h e  l i f e  c y c l e ,  
r a l l y i n g  when s u p p o r t  i s  needed  and l i v i n g  t h e i r  own l i v e s  t h e  r e s t  of  
t h e  t i m e .
Litwak and S ze leny i  (1968)  and o t h e r s  have shown t h a t  p h y s i c a l  
d i s t a n c e  among f a m i l y  members , due t o  g r e a t e r  m o b i l i t y  in  p o s t -  
i n d u s t r i a l  s o c i e t y ,  has no t  v i t i a t e d  k i n s h i p  t i e s .  F a r b e r  (1981)  has  
made us  aware t h a t  reduced  a c t u a l  f a c e - t o - f a c e  c o n t a c t  of  n u c l e a r  
f a m i l i e s  with k i n  shou ld  n o t  ca use  us t o  conclude  t h a t  k i n s h i p  i s  
becoming a " r e l i c . "  He p r e s e n t s  d a ta  c on f i rm ing  t h e  sym bol ic ,  n o r ­
m a t i v e  power o f  k i n  which c o n t i n u e s  t o  a c t  as a s t r o n g  p s y c h o l o g i c a l  
and emot iona l  c o n n e c t i o n  among k in ,  a l t h o u g h  a c tu a l  c o n t a c t  i s  d e t e r ­
mined by d i f f e r e n t i a l  o p p o r t u n i t i e s  and competing i n t e r e s t s .  B e f o r e  
we lo o k  a t  how k i n  i n f l u e n c e  f a m i ly  p r o c e s s e s ,  l e t  us  b r i e f l y  o u t l i n e  
t h e  main  f u n c t i o n s  o f  the  f a m i l y .
Fam i ly  Func t ions
To i n s u r e  h e a l t h y  f u n c t i o n i n g ,  t h e  t a s k s  t h e  f a m i l y  f u l f i l l s  
have been  v a r i o u s l y  i d e n t i f i e d  in t h e  l i t e r a t u r e  a s :  t h e  p h y s i c a l ,
e m o t i o n a l ,  s o c i a l ,  s p i r i t u a l  and b i o l o g i c a l  m a in te n a n c e  and growth  o f  
f a m i l y  members f o r  t h e i r  m u tu a l  deve lopment  ( D u v a l l ,  1971; R o dge r s ,  
1964;  Ackerman, 1 9 6 6 ) .  To t h i s  l i s t  may be added t h e  a b i l i t y  t o  meet 
" t h e  c h a l l e n g e  o f  bo th  i n t e r n a l  and e x t e r n a l  change" (Minuchin,  1974;  
s e e  a l s o  G l a s s e r  and G l a s s e r ,  1970) .
Caplan (1 9 7 6 )  emphas izes  the  f e e d b a c k  g u id an c e  system f u n c t i o n  
o f  t h e  f a m i l y .  He enum e ra te s  t h e  v a r i o u s  a s p e c t s  o f  t h i s  f u n c t i o n :
The f a m i l y  a c t s  a s  1) a s o u r c e  o f  i d e o l o g y ;  2) a m e d i a t o r  in  p rob lem  
s o l v i n g ;  3) a s o u r c e  of  p r a c t i c a l  s e r v i c e  and c o n c r e t e  a i d ;  4) a
5mil  l i e u  in which r e s t  and r e c u p e r a t i o n  t a k e  p l a c e ,  where one can be 
o n e s e l f .  R obe r t  F r o s t ,  whose p r i v a t e  l i f e  o f  d om es t ic  v i o l e n c e  was 
v e i l e d  by h i s  p u b l i c  p o e t r y ,  s a i d :  "Home i s  where t h e y  have t o  t a k e  
you back" ( S t a f f o r d ,  1974) ;  5)  t h e  f a m i l y  i s  the  p r im a ry  group where 
v a l i d a t i o n  o f  o n e ' s  i d e n t i t y  o c c u r s ;  and 6 )  where one g a i n s  em ot iona l  
m a s t e r y .  Emotional  m a s t e ry  inv o lv e s  d e a l i n g  with n e g a t i v e  e m o t io n s ,  
such as a n x i e t i e s ,  d e p r e s s i o n ,  ange r ,  g u i l t ,  e t c . ,  by p r o v id i n g  a 
v a r i e t y  of  means t o  deal  w i t h  f r u s t r a t i o n  ( i n  h e a l t h y  f a m i l i e s )  v i a  
hope ,  r e s p e c t  and love based  on p a s t  e x p e r i e n c e s  and an accum ula t ion  
o f  c u l t u r a l  wisdom and i d e o l o g y  in t h e  form of  t r a d i t i o n  and r e l i g i o n .
Even though  fam i ly  t r a d i t i o n  and r e l i g i o n  may n o t  be s o u rc e s  of  
c o n c r e t e  knowledge s p e c i f i c a l l y  a d d r e s s i n g  th e  prob lems o f  ha nd icapped  
p e o p l e ,  t h e s e  forms o f  s o c i a l  s u p p o r t  can p rov ide  m o l l i f y i n g  
r e a s s u r a n c e  and can pave t h e  way f o r  c l e a r  t h i n k i n g  and courageous  
p roblem s o l v i n g .  One o f  t h e  s t r e n g t h s  o f  t h e  f a m i ly  i s  t h a t  i t  does  
e v a l u a t e  and s t e e r  i t s  members t o  make c h o i c e s ,  and t o  weigh th e  c o s t s  
and b e n e f i t s  o f  a n t i c i p a t e d  outcomes.  In o t h e r  words ,  v a lue  judgments  
a r e  c r u c i a l  t o  f a m i l y  problem s o l v i n g .  Caplan o b s e r v e s :  “ In an e r a
when t h e  dominant  p h i lo s o p h y  o f  c l i n i c i a n s  i s  n o n - ju d g m e n ta l ,  i t  may 
be w e l l  t o  em phas ize  t h a t  a non- judgm en ta l  approach i n s i d e  t h e  f a m i l y  
in  ou r  c u l t u r e  i s  not  n e c e s s a r i l y  of  v a l u e . "
Kin Support
In o r d e r  f o r  the  above o u t l i n e d  t a s k s  t o  be a c c o m p l i s h e d ,  
s o c i a l  s u p p o r t  i s  n e c e s s a r y  and r e s t s  on an even more fundamental  
f o u n d a t i o n  o f  l o v e  and c a r i n g .  Caplan p o i n t s  out  t h a t  s o c i a l  s u p p o r t  
i s  fo r th c o m in g  o n l y  when c e r t a i n  r e q u i r e m e n t s  a re  m e t .  These i n c l u d e  
t h e  v a r i a b l e s  o f  i n t a c t n e s s ,  s t a b i l i t y ,  I n t e g r a t i o n ,  common language
6and f r e e  communica t ion .  Caplan  s p e c u l a t e s  t h a t  a f a m i ly  may be
o p t i m a l l y  s u p p o r t i v e  o n ly  i f  i t s  members a c c e p t  i t s  
i d e o lo g y  and code o f  b e h a v i o r ,  i n c l u d i n g  t h e  o b l i g a t i o n s  
o f  mutual  conc e rn  f o r  each  o t h e r ,  as  we l l  as t h e  s o c i a l  
m i s s io n  o f  t h e  f a m i ly  i n  m o n i t o r i n g  and c o n t r o l l i n g  
i n d i v i d u a l  b e h a v i o r  ( 1 9 8 2 :2 1 5 ) .
Cobb (1979)  has  i d e n t i f i e d  f o u r  t y p e s  o f  s u p p o r t :  s o c i a l  sup ­
p o r t ,  i n s t r u m e n t a l  s u p p o r t ,  a c t i v e  o r  m o th e r in g  s u p p o r t ;  and m a t e r i a l  
s u p p o r t .  He f u r t h e r  i d e n t i f i e s  t h r e e  components  o f  s o c i a l  s u p p o r t  
which he deems as  t h e  "most i m p o r t a n t "  o f  t h e  f o u r  t y p e s .  S o c i a l  sup ­
p o r t  c o n s i s t s  o f :  1) em ot iona l  s u p p o r t ,  l e a d i n g  t h e  r e c i p i e n t  t o
b e l i e v e  t h a t  she  i s  ca re d  f o r  and loved ;  2) es teem s u p p o r t ,  l e a d i n g  t o  
a b e l i e f  in o n e ' s  own v a lu e  as  a p e r s o n ;  3) network s u p p o r t ,  which 
l e a d s  t h e  r e c i p i e n t  t o  b e l i e v e  " she  has  a d e f i n e d  p o s i t i o n  in  a n e t ­
work o f  communicat ion and mutual  o b l i g a t i o n . "  I n s t r u m e n t a l  s u p p o r t  or  
c o u n s e l i n g  i n v o l v e s  t h e  g u i d i n g  o f  p e r s o n s  t o  b e t t e r  cop in g  a n d /o r  
a d a p t a t i o n .  Pre sum ab ly  Cobb i s  r e f e r r i n g  t o  what Caplan has  i d e n ­
t i f i e d  as  " a d v i c e , "  grounded in  knowledge and e x p e r i e n c e  pa s se d  from 
one  g e n e r a t i o n  t o  a n o t h e r ,  in  t h e  form o f  r e l i g i o u s  and c u l t u r a l  t r a ­
d i t i o n s ,  f o r  exam p le .  A c t i v e  s u p p o r t  o r  m o th e r in g ,  s t a t e s  Cobb, i s  
"what  mothe rs  do f(?r i n f a n t s  and what  n u r s e s  do f o r  p a t i e n t s . "
F i n a l l y ,  t h e r e  i s  m a t e r i a l  s u p p o r t  o f  goods and s e r v i c e s .  O ther  
r e s e a r c h e r s  m ig h t  p r e f e r  t o  r e d u c e  t h i s  taxonomy t o  two t y p e s :  a f f e c ­
t i v e  and i n s t r u m e n t a l ,  in  which s o c i a l  s u p p o r t  and what  Cobb c a l l s  
i n s t r u m e n t a l  ( a d v i c e )  f i t  i n t o  t h e  a f f e c t i v e  c a t e g o r y  and in  which 
a c t i v e  s u p p o r t  ( s u c h  as m a t e r i a l  exchanges )  f i t  i n t o  t h e  c a t e g o r y  o f  
i n s t r u m e n t a l  s u p p o r t .  Cobb r e l e a s e s  us f rom l a b o r i n g  ov e r  t h e s e  
d i s t i n c t i o n s  by n o t i n g  t h a t ,  though we may f i n d  t h e s e  c a t e g o r i e s  
t h e o r e t i c a l l y  e l e g a n t ,  t h e y  a r e ,  in  p r a c t i c e ,  con founded .  Cobb
7o b s e r v e s  t h a t  t h e  l a t t e r  t h r e e  t y p e s  o f  s u p p o r t ,  I . e . ,  what he c a l l s  
i n s t r u m e n t a l ,  a c t i v e  and m a t e r i a l  s u p p o r t ,  "may i n v o l v e  o r  imply 
s o c i a l  s u p p o r t .  . . . This  i s  i m p o r t a n t  as  a s o u r c e  of  b i a s  in  r e ­
s e a r c h ,  bu t  i s  e n t i r e l y  a p p r o p r i a t e  f o r  i t  i s  [ h i s ]  b e l i e f  t h a t  s o c i a l  
s u p p o r t  i s  more i m p o r t a n t  than  a l l  o t h e r s  put  t o g e t h e r "  ( 1 9 8 2 :1 9 0 ) .
Cobb b u t t r e s s e s  t h i s  argument  w i th  documented ev ide nc e  t h a t  
s o c i a l  s u p p o r t  a f f e c t s  deve lopm en t ,  t h e  a b i l i t y  t o  cope wi th  c r i s e s ,  
and t h e  r e d u c t i o n  o f  t h e  l i k e l i h o o d  o f  d e p r e s s i o n .  Lack o f  s o c i a l  
s u p p o r t  has  a l s o  been a s s o c i a t e d  w i t h  t h e  o n s e t  o f  t u b e r c u l o s i s ,  
a r t h r i t i s  and c o r o n a r y  d i s e a s e .  He f u r t h e r  n o t e s  t h a t  a g e - a d j u s t e d  
m o r t a l i t y  r a t e s  a r e  r educ e d  among t h o s e  who have s u p p o r t i v e  ne tw orks  
i n c l u d i n g  s p o u s es ,  c l o s e  f r i e n d s ,  and r e l a t i v e s ,  church  membersh ip,  
i n f o r m a l  and formal  g roup  a s s o c i a t i o n s .  Cobb and h i s  c o l l e a g u e s  have 
h y p o t h e s i z e d  t h a t  s o c i a l  s u p p o r t  " o p e r a t e s  t o  f a c i l i t a t e  s t r e s s  r e d u c ­
t i o n  by improving t h e  f i t  between t h e  pe rson  and t h e  e n v i r o n m e n t . "
They h a v e  f u r t h e r  t h e o r i z e d  t h a t  e s t e e m  s u p p o r t  and emotiona l  s u p p o r t  
r a i s e  l e v e l s  o f  s e l f - c o n f i d e n c e  so t h e  i n d i v i d u a l  i s  more a d a p t a b l e  t o  
t h e  c i r c u m s t a n c e s  t h a t  s h e /h e  f a c e s .  Family ne tw ork  s u p p o r t ,  t h e  form 
o f  s o c i a l  s u p p o r t  o f  i n t e r e s t  in  t h e  p r e s e n t  s t u d y ,  c o n t r i b u t e s  t o  a 
s e n s e  o f  p a r t i c i p a t i n g  in  d e c i s i o n - m a k i n g  on t h e  p a r t  o f  t h e  m othe r  o f  
t h e  ha nd icapped  c h i l d .  I t  i s  t h e r e f o r e  h y p o t h e s i z e d  t h a t  f a m i l y  
s o c i a l  s u p p o r t  i n f l u e n c e s  d i r e c t l y  o r  i n d i r e c t l y ,  t h e  p lacement  o u t ­
comes o f  t h e  c h i l d .  T h i s  i s  a d d r e s s e d  in C h a p te r s  6 and 7.
Fam ily  Problem S o lv in g  and Coping of  Handicapped  F a m i l i e s
"Coping" i s  t h e  te rm u s u a l l y  a p p l i e d  t o  t h e  form of  p rob lem  
s o l v i n g  when a c r i s i s  i s  being f a c e d  which t a x e s  a d a p t i v e  r e s o u r c e s
8d i r e c t l y  r e l a t e d  t o  t h e  w e l f a r e  of  t h e  f a m i l y  o r  i n d i v i d u a l  who f a c e s  
t h e  c r i s i s .  Having a d e v e lo p m e n t a l l y  d i s a b l e d  c h i l d  in  t h e  f a m i l y  i s  
i d e n t i f i e d  a s  t a k i n g  on c r i s i s  p r o p o r t i o n s  when a m ajo r  change in  t h e  
demands i n  t h e  q u a n t i t y ,  q u a l i t y  and i n t e n s i t y  of  c a r e t a k i n g  r e q u i r e d  
o f  t h e  f a m i l y  and t h e  community i s  i n v o l v e d .
With t h e  i n t r o d u c t i o n  o f  a deve lopm en ta l  l y  d i s a b l e d  pe rson  i n t o  
t h e  kin n e tw o r k ,  we can e x p e c t  c e r t a i n  t i e s  t o  be changed  and t h e  
f a m i ly  d e ve lopm en ta l  c y c l e  t o  be. s lowed down ( F a r b e r ,  1959) .  There  
a r e  r e p o r t s  by a r t i c u l a t e  l a y  and p r o f e s s i o n a l  p e o p l e ,  who a r e  p a r e n t s  
o f  d e v e lo p m e n t a l l y  d i s a b l e d  c h i l d r e n  ( e . g . ,  F e a t h e r s t o n e ,  1980; 
T u r n b u l l ,  1 9 8 4 ) ,  who have documented t h e i r  t im e-consuming  e f f o r t s  in  
d e v e lo p in g  a f a m i l y  r o u t i n e .  E v e r y th in g  t a k e s  l o n g e r .  When m i l e ­
s t o n e s  toward independence  have no t  been r e a c h e d ,  such a s  w a lk in g ,  
t o i l e t i n g ,  and f e e d i n g ,  t h e r e  a r e  n e c e s s a r i l y  l i m i t s  p l a c e d  upon o t h e r  
a c t i v i t i e s .
Dr.  Evelyn  West A y r a u l t ,  a p s y c h o l o g i s t  and h e r s e l f  h a n d i c a p ­
ped by c e r e b r a l  p a l s y ,  has o b s e rv e d :  " t h e  f a m i ly  w i t h  a ha nd icapped
member i s  a ha nd icapped  f a m i l y . "  Handicapped f a m i l i e s  need more h e l p  
t o  f u n c t i o n .  McCubbin and h i s  c o l l e a g u e s  (1982)  have i d e n t i f i e d  e i g h t  
c a t e g o r i e s  o f  h a r d s h i p s  f a c e d  by f a m i l i e s  o f  c h i l d r e n  w i th  c e r e b r a l  
p a l s y :  1) a l t e r e d  r e l a t i o n s h i p s  w i th  f r i e n d s  due t o  s t i g m a  which in
t u r n  p roduces  i s o l a t i o n ;  2) major  changes  i n  f a m i ly  a c t i v i t i e s  due t o  
r educed  f l e x i b i l i t y  In r o u t i n e s  and r e c r e a t i o n ;  3) c o n c e r n s  over  m e d i ­
c a l  p r o c e d u r e s  and t r e a t m e n t s ;  4)  medical  e x p e n s e s ;  5)  medica l  c o n ­
s u l t a t i o n s ;  6)  s p e c i a l i z e d  c h i l d c a r e  needs  r e l a t e d  t o  l i m i t e d  
community r e s o u r c e s  such as  c o n v e n i e n t ,  a v a i l a b l e  r e s p i t e  c a r e ;  7) 
t im e  commitments due to  s p e c i a l  c a r e  in  and o u t  o f  t h e  home, e . g . ,
9s t r a i n s  which i n c l u d e  a t e n d e n c y  toward o v e r p r o t e c t i v e n e s s  o f  t h e  
c h i l d ,  r e g a r d i n g  h i s / h e r  c a r e  and s a f e t y ,  t h e  danger  of  t h i s  c h i l d ' s  
r e j e c t i o n ,  d e n ia l  o f  d i s a b i l i t i e s ,  extended  pa re n thood  due t o  a r r e s t e d  
o r  t h w a r t e d  deve lo pm en t  ( e . g . ,  e x t r a  c l e a n i n g  and housework) t h e  
e f f e c t  o f  t h e  c h i l d  on s i b l i n g s ,  e s p e c i a l l y  t h e  concern o f  t h e i r  
n e g l e c t  because  o f  c a r e t a k i n g  demands made on t h e  p a r e n t s .  To t h e s e  
t a s k s  may be added t h e  c o m p l a i n t s  o f  p a r e n t s ,  s t u d i e d  by Simeonsson 
and Simeonsson ( 1 9 8 3 ) ,  o f  b e in g  r e q u i r e d  t o  w i t h s t a n d  i n t e r r u p t e d  
s l e e p ;  p h y s i c a l  o r  s t r u c t u r a l  a d ju s t m e n t  o f  t h e  home; and t h e  s h e e r  
p h y s i c a l  e x e r t i o n  o f  l i f t i n g ,  b a t h i n g  and d i a p e r i n g  p e o p le  who 
l i t e r a l l y  canno t  c a r r y  t h e i r  own w e igh t  w i t h o u t  some form o f  a i d .
When, to  t h e  e x e c u t i v e  f u n c t i o n i n g  o f  p a r e n t s  i s  added t h e  j o b  
o f  f a c i l i t a t i n g  and m o t i v a t i n g  b i o l o g i c a l  and s e n s o r y  deve lopm ent  o f  
t h e  c h i l d  above and beyond what  i s  no rmal ly  r e q u i r e d  and when what  i s  
r e q u i r e d  i s  o f t e n  n o t  wel l  u n d e r s t o o d  or  known, even t o  p r o f e s s i o n a l s ,  
we can s a f e l y  assume t h a t  t h e  a d e q u a t e  f u n c t i o n i n g  o f  t h e  f a m i l y  as  
o u t l i n e d  above i s  t h r e a t e n e d .  M i t c h e l l  p o i n t s  ou t  t h a t  " [ t ] h e  e x t e n t  
t o  which t h e s e  t a s k s  o f  t h e  f a m i l y  of  t h e  ha nd icapped  c h i l d  a r e  s a t i s ­
f a c t o r i l y  m a s t e r e d  i s  p r o b a b ly  a f u n c t i o n  o f  t h e  type  and d e g r e e  o f  
t h e  c h i l d ' s  h a n d ic a p  as  wel l  as  r e s o u r c e s  a v a i l a b l e  w i t h i n  and o u t s i d e  
t h e  f a m i l y "  ( 1 9 7 3 : 6 6 ) .  The f a m i l y  i s  s a i d  t o  be " a t  r i s k "  o f  
i s o l a t i o n  not  o n l y  b e c a u s e  o f  p o s s i b l e  shame a t  hav ing  an " i m p e r f e c t "  
c h i l d ,  bu t  b e c a u s e ,  p r a c t i c a l l y ,  r e a c h in g  o u t  t o  o t h e r s  t a k e s  t im e  
which i s  t i e d  up w i t h  c a r e g i v i n g  (Mor i ,  1 9 8 3 : 4 9 ) .
F e a t h e r s t o n e  (1 9 8 0 ) ,  who ha s  w r i t t e n  an accoun t  o f  h e r  
e x p e r i e n c e s  r a i s i n g  h e r  own d i s a b l e d  c h i l d ,  n o t e d  t h e  c o n t r a s t  between 
b e in g  a mother  o f  a normal c h i l d  and th e  m o the r  o f  a d i s a b l e d  c h i l d  in
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t h e i r  r e s p e c t i v e  r e l a t i o n s h i p s  w i th  t h e i r  own m o th e r s .  The mother o f  
a  normal c h i l d  goes  th rough  t h e  same t raum as  and r o u t i n e s  o f  her  own 
m other  and h e r  g randmother  b e f o r e  h e r ,  bu t  t h e  mother who d i s c o v e r s  
h e r  c h i l d  i s  d i s a b l e d  f i n d s  " sh e  s t e p s  o u t s i d e  t h e  m a in s t r e am .
R o u t in e  a d v i c e  becomes i r r e l e v a n t ;  few f r i e n d s  and n e ig h b o r s  have 
f a c e d  t h i s  problem . . . . "  F i n a l l y ,  McCubbin 's  r e s e a r c h  group 
(McCubbin, e t  a l .  1982) m en t io n s  t h e  lack  o f  u n d e r s t a n d in g  on th e  p a r t  
o f  e x te nde d  f a m i l y  members making them un a b le  t o  a p p r e c i a t e  t h e  con­
c e r n s  o f  t h e  p a r e n t s  and s i b l i n g s  of  t h e  c h i l d .
P r a c t i t i o n e r s  and p a r e n t s  a l i k e  have obse rved  t h a t  p a r e n t s  must  
t a k e  t h e  l e a d  in  s h a p ing  t h e  a t t i t u d e s  of  f a m i l y  members toward t h e i r  
hand ic apped  c h i l d .  P a r e n t s  who i n s i s t  t h a t  t h e i r  d i s a b l e d  c h i l d  be 
i n c l u d e d  in  f a m i l y  g a t h e r i n g s  o r  t h e  e n t i r e  f a m i l y  does n o t  a t t e n d ,  
a r e  more l i k e l y  t o  have t h e i r  c h i l d  a c c e p te d  by r e l a t i v e s  and th e  
c h i l d ' s  s i b l i n g s  ( A y r a u l t ,  1 9 7 7 ) .  S u e l z l e  and Keenan (1980 :58 -62 )  
r e p o r t e d  t h a t  s i b l i n g s  and husbands  compr ised  t h e  r e g u l a r  s u p p o r t  
group f o r  m othe r s  o f  ha nd icapped  c h i l d r e n  and t h a t  g r a n d p a r e n t s  
a t t e n d e d  t o  s o c i a l  n e e d s ,  such as  b i r t h d a y s ,  p h o t o g ra p h s ,  e t c . ,  and,  
i n  t h e  h i g h e r  income f a m i l i e s ,  p rov ided  em o t iona l  s u p p o r t .  They found 
t h a t  ab o u t  25% o f  t h e i r  sample o f  f a m i l i e s  w i t h  d e v e lo p m e n t a l l y  
d i s a b l e d  c h i l d r e n  (n=317) r e c e i v e d  h e lp  from k in  wi th  t h e i r  s p e c i a l  
c h i l d r e n .  They a l s o  found  t h a t  g r a n d p a r e n t s  t end  to  a c c e p t  t h e  
c h i l d ' s  d i s a b i l i t y  and t o  a g r e e  w i th  p a r e n t s '  mode o f  d e a l i n g  wi th  
t h e i r  c h i l d r e n ' s  t r e a t m e n t .  However, m o the r s  were on t h e i r  own as  f a r  
a s  d e c i s i o n - m a k i n g  was c onc e rne d  r e g a r d i n g  t r e a t m e n t  p l a n s  f o r  t h e i r  
hand ic apped  c h i l d r e n .  What I a rg u e  in C h a p te r  7 i s  t h a t  m o the r s  who
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have s u p p o r t  from t h e i r  k i n  ne twork a r e  b e t t e r  a b l e  t o  f a c e  t h e s e  
di lemmas t h a n  mothers  w i t h o u t  such s u p p o r t .
In  t h e  p a s t  t e n  y e a r s  o r  s o ,  a r t i c l e s  by r e s e a r c h e r s  and p r a c ­
t i t i o n e r s  have  c a l l e d  f o r  g r e a t e r  c o o p e r a t i o n  among p r o f e s s i o n a l s  and 
f a m i l i e s  and k in  o f  h a n d ic a p p e d  c h i l d r e n  (Anderson ,  1982, David ,  1978) .  
Too o f t e n  p r o f e s s i o n a l s  u n w i t t i n g l y  c r e a t e  a gap between t h e  p a r e n t s  
o f  t h e  c h i l d  and t h e i r  k i n .  As t h e y  i n t e n t l y  t r a i n  p a r e n t s  in  t h e  
i n d i v i d u a l i z e d  t r e a t m e n t  program, bu t  no t  t h e i r  k i n ,  p a r e n t s  become 
e x p e r t s  and k in  f e e l  i n a d e q u a t e  t o  o f f e r  h e l p ,  ( B l a c h e r ,  1984) .
R e c e n t l y  new p rogram s  had been de ve loped  t o  a d d re s s  t h i s  
problem. Gabel and K o tsch  (1981)  d e s c r i b e  t h e i r  Family I n f a n t  and 
Todd le r  (F IT )  P r o j e c t  a t  George Peabody C o l l e g e  o f  V a n d e r b i l t  
U n i v e r s i t y .  P r o j e c t  FIT i n c o r p o r a t e s  an e d u c a t i o n a l  o u t r e a c h  t o  t h e  
f o c a l  f a m i l y  and e x te n d e d  kin on a b imon thly b a s i s ,  h o ld in g  m e e t in g s  
in  t h e  e v e n i n g .  P a r t i c i p a t i n g  p a r e n t s  have been s a t i s f i e d  t h a t  t h i s  
approach  s e r v e d  to  improve  u n d e r s t a n d i n g ,  e n a b l i n g  r e l a t i v e s  t o  g i v e  
more s u p p o r t  t o  t h e  c h i l d r e n  and t h e i r  p a r e n t s .  Such programs a r e  
e v id e n c e  o f  a p o s s i b l e  t r e n d  toward a g r e a t e r  c o o p e r a t i v e  e f f o r t  b e t ­
ween p r o f e s s i o n a l s  and p a r e n t s ,  between th e  S t a t e  and t h e  f a m i l y .
The Family and t h e  S t a t e  
The n o t i o n  t h a t  t h e  c h i l d ' s  f a m i l y  i s  t h e  r e p o s i t o r y  o f  r e s o u r ­
ces  seems g l a r i n g l y  o b v i o u s ,  bu t  has  only c o m p a r a t i v e l y  r e c e n t l y  been 
r e c o n s i d e r e d .  Moroney (1986)  has  d e f i n e d  t h e  f a m i l y  i t s e l f  as  a 
" s o c i a l  s e r v i c e "  r e l i e v i n g  t h e  s t a t e  o f  an o v e r t a x i n g  burden 
( 1 9 8 6 :1 2 ) .  He has  d i s c u s s e d  t h e  need t o  c o n s i d e r  t h e  p r o s p e c t  o f  
" sh a r e d  r e s p o n s i b i l i t y "  between t h e  f am i ly  and t h e  S t a t e  w i th  r e g a r d  
t o  h a n d ic a p p e d  and e l d e r l y  p e o p l e .  (See a more e l a b o r a t e  d i s c u s s i o n
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in  C h a p te r  8 . )  The di lemma l i e s  in  d e t e r m i n i n g  t h e  p r o p o r t i o n  of
invo lv e m e n t  and r e s p o n s i b i l i t y  o f  t h e s e  two a g e n t s .  I p ropose  t h a t
L i t w a k ' s  " p r i n c i p l e  o f  m a tch ing"  i s  a p r a c t i c a l  t o o l  f o r  such an 
a s s e s s m e n t .  Li twak (1985)  has  d e ve lope d  t h e  p r i n c i p l e  o f  match ing  o f  
t a s k  s t r u c t u r e s  w i th  group  s t r u c t u r e s  t o  t e a s e  o u t  which r e s p o n ­
s i b i l i t i e s  a r e  b e s t  met  by p r im ary  g r o u p s ,  such as  t h e  f a m i l y ,  r e l a t i ­
v e s ,  f r i e n d s  and n e i g h b o r s ,  and which t a s k s  a r e  b e s t  h a n d le d  by l a r g e  
o r g a n i z a t i o n s  { the  S t a t e ) .
The P r i n c i p l e  o f  Matching
L i t w a k ' s  p r i n c i p l e  o f  m a tc h in g ,  used in  t h i s  s t u d y  as  an
h e u r i s t i c  d e v i c e ,  s t a t e s  t h a t  h e l p i n g  groups  o f f e r  t h e  k ind  of  he lp  
t h a t  m a tches  t h e i r  a b i l i t y  i n  form and f u n c t i o n .  More f o r m a l l y  posed ,  
t h e  p r i n c i p l e  s t a t e s :  "g roups  w i l l  most  e f f e c t i v e l y  h a n d le  t h o s e
t a s k s  t h a t  a r e  c o n s i s t e n t  wi th  t h e i r  s t r u c t u r e "  (L i tw a k ,  1 9 8 5 :3 6 ) .
For  exam p le ,  t a s k s  t h a t  a r e  e a s i l y  r o u t i n i z e d  and can be accompli shed  
by a number o f  d i f f e r e n t  g r o u p s ,  t h e  outcomes o f  which can be e v a ­
l u a t e d  and rewarded a c c o r d i n g l y ,  a r e  b e s t  managed by l a r g e  o r g a n i z a ­
t i o n s .  In c o n t r a s t ,  t a s k s  t h a t  o c c u r  u n p r e d i c t a b l y  and whose outcomes 
a r e  n o t  e a s i l y  e v a l u a t e d  and a r e  I d i o s y n c r a t i c ,  hav ing  many c o n t i n g e n ­
c i e s ,  and t h e r e f o r e  n o t  e a s i l y  r o u t i n i z e d ,  a r e  b e s t  ac com pl i she d  by 
p r im a ry  g roups  ( k in )  t h a t  o f f e r  l o n g - t e r m  commitments .
Li twak  a p p l i e d  h i s  p r i n c i p l e  o f  m atch in g  t o  h i s  e m p i r i c a l  s t u d y  
o f  h e l p i n g  e l d e r l y  p e o p l e  in  New York and Miami. He and h i s  
c o l l e a g u e s  have d e m o n s t r a t e d  t h a t  t h i s  p r i n c i p l e  can be a p p l i e d  in 
g e n e r a l  t o  t h e  n a t u r e  o f  k in  s u p p o r t  and s p e c i f i c a l l y  t o  o t h e r  i n s t a n ­
ces  o f  f a m i l y  members who a r e  in  t h e  p o s i t i o n  o f  e x t r em e  dependence .
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Litw ak a rg u e s  t h a t  p r im ary  g r o u p s —k i n ,  n e ig h b o r s  and f r i e n d s —have 
n o t  d e c l i n e d  b u t  t h a t  t h e  n a t u r e  o f  t h e  c o n t a c t  among them has changed 
and been f a c i l i t a t e d  by t e c h n o l o g y .
Kin ,  a c c o r d i n g  to  L i tw a k ,  a r e  b e s t  s u i t e d  t o  t a s k s  such as 
( 1 )  check ing  in  d a i l y  w i th  t h e  dependen t  p e r s o n ,  u s u a l l y  by t e l e p h o n e ;  
2)  t a k i n g  t h e  d e pe nden t  p e r s o n  t o  d i n n e r  o r  cooking a m e a l ;  3) b r i n g ­
in g  l i t t l e  h o u s e h o ld  g i f t s ;  4 )  t e l e p h o n i n g  t o  cheer  up o r  s imply  to  
have  a c o n v e r s a t i o n .  N e ighbors  g e n e r a l l y  a r e  a v a i l a b l e  f o r  s h o r t - t e r m  
emergency p i n c h - h i t t i n g .  F r i e n d s  supp ly  mora l  suppo r t  and  u n d e r s t a n d ­
in g  o f  o n e ' s  own g e n e r a t i o n .  On th e  o t h e r  hand,  though f r i e n d s  a r e  
com pa n iona te ,  t h e y  o f t e n  s h a r e  c i r c u m s t a n c e s  and t r o u b l e s  in  common 
and t h e r e f o r e  may be a b le  t o  commiserate  b u t  no t  s upp ly  modes o f  s o l u ­
t i o n ,  even i f  t h e y  can h e lp  t o  i d e n t i f y  them .  Litwak c a t e g o r i z e s  
l a u n d r y ,  food p r e p a r a t i o n ,  shopp in g  and c l e a n i n g  as " m a r i t a l  t a s k s . "  
Fo r  pu rposes  o f  d i s c u s s i o n  in  t h e  p r e s e n t  c o n t e x t ,  I p r e f e r  t o  c a l l  
such  t a s k s  " i n t i m a t e  f a m i l i a l  t a s k s . ” These  c o n s i s t  o f  househo ld  
c h o r e s  which a r e  u s u a l l y  h a n d le d  by t h e  immediate  f a m i l y  a s  opposed t o  
o t h e r  r e l a t i v e s ,  n e ig h b o r s  o r  f r i e n d s .  W hi le  d i r e c t  c a r e  and house­
h o l d  t a s k s  a r e  n o t  l i k e l y  t o  be handled  on a c o n t in u a l  b a s i s ,  i t  i s  
p o s s i b l e  f o r  k i n  t o  a s s i s t  d u r i n g  p e r i o d s  o f  c r i s i s ,  o r  when kin l i v e  
i n  c l o s e  g e o g r a p h i c  p r o x im i t y  and such h e l p  i s  p a r t  o f  t h e  f a m i ly  
v a l u e  sys tem . Kin a r e  a l s o  b e s t  s u i t e d  t o  h a n d le  m a t t e r s  o f  h e a l t h  
and f i n a n c i a l  w e l f a r e .  These t a s k s  r e q u i r e  l o ng - te rm  commitment  bu t  
n o t  n e c e s s a r i l y  l o n g - t e r m  d a i l y  f a c e - t o - f a c e  c o n t a c t .  L i tw ak  p o i n t s  
o u t  t h a t  such t a s k s  can be d e a l t  w i th  In p e r i o d s  of  two t o  t h r e e  weeks 
by k in  who do n o t  l i v e  in  c l o s e  p r o x im i t y  t o  t h e  d e pe nden t  p e r s o n .
Most o f  t h e  f a m i l i e s  Li twak s t u d i e d  had t h e  r e s o u r c e s  t o  make
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n e c e s s a r y  t r i p s  t o  h a nd le  t h e s e  t a s k s .
While l a r g e  o r g a n i z a t i o n s  can t a k e  on uni form t a s k s  by h a n d l i n g  
them in  a r o u t i n i z e d  way, p r im a ry  groups  a r e  b e s t  s u i t e d  t o  h a n d le  
t a s k s  t h a t  do n o t  r e q u i r e  t e c h n i c a l  knowledge and t h a t  a r e  nonun i fo rm .  
T h e s e  nonuni fo rm t a s k s  a r e  c h a r a c t e r i z e d  by 1) be ing u n p r e d i c t a b l e ,  in 
t e r m s  o f  t im in g  and t h e i r  i d i o s y n c r a t i c  n a t u r e ;  2) ha v in g  t o o  many 
c o n t i n g e n c i e s ;  3) no t  be in g  e a s i l y  s u b d iv i d e d  ( i . e . ,  r o u t i n i z e d ) ;  in 
a d d i t i o n ,  4)  t h e s e  t a s k s  t e n d  no t  t o  be e a s i l y  s u p e r v i s e d  o r  m o t i v a t e d  
by money. T h i s  l a s t  p o i n t  i s  e x t r e m e ly  i m p o r t a n t .  The t a s k s ,  in 
o r d e r  t o  be accom pl i shed  p r o p e r l y ,  r e q u i r e  an i n t r i n s i c  m o t i v a t i o n  of  
c a r i n g  f o r  t h e  r e c i p i e n t  o f  such s e r v i c e s .  This  i n t r i n s i c  m o t i v a t i o n  
d e v e lo p s  over  t i m e ,  wi th  r e p e a t e d  f a c e - t o - f a c e  c o n t a c t ,  th rough  b i o s o ­
c i a l  t i e s ,  and t h ro u g h  commitment ,  which i s  based on f a m i l y  t r a d i t i o n  
and i d e o l o g y .  Regard ing  s o c i a l  c l a s s ,  Li twak a rgues  t h a t  t h e r e  a r e  
s u f f i c i e n t  s i m i l a r i t i e s  e s p e c i a l l y  o f  c l a s s  o r i g i n ,  r a c e ,  e t h n i c i t y ,  
and r e l i g i o n ,  t h a t  make exchanges  p o s s i b l e  among k i n .
The re  i s  e m p i r i c a l  e v id e n c e  t h a t  k i n  r e t a i n  s i g n i f i c a n t  forms 
o f  i d e n t i f i c a t i o n  and exchange  ove r  g e o g r a p h i c  d i s t a n c e .  F a r b e r ' s  
1981 r e p o r t  on f a m i l i e s  i n  A r i z o n a  r e v e a l e d  t h a t  no m a t t e r  what  l e v e l  
o f  a b s o l u t e  i n t e r e s t  f a m i l i e s  had in  t h e  m a in te na nc e  o f  n u c l e a r  f a m i l y  
t i e s  ( i . e .  no m a t t e r  t h e i r  k i n s h i p  o r i e n t a t i o n )  i n f r e q u e n t  f a c e - t o -  
f a c e  c o n t a c t  o f  l e s s  than  once  a month was c o u n t e r a c t e d  by t e l e p h o n e  
c a l l s  a n d /o r  c o r r e s p o n d e n c e  w i t h  o n e ' s  own mother  more th a n  o n e ' s  i n ­
l a w s .  A d m i t t e d l y ,  because  f a c e - t o - f a c e  c o n t a c t  has d i m i n i s h e d  due to  
g e o g r a p h i c  m o b i l i t y ,  c e r t a i n  t a s k s  which r e q u i r e  p r o x i m i t y  c a n n o t  be 
accom pl i shed  e a s i l y  by k i n .  N e v e r t h e l e s s ,  t h e  s e nse  t h a t  one i s  
s u p p o r t e d  by k i n  i n  some i m p o r t a n t  way known t o  t h e  i n d i v i d u a l  in  need
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o f  s e r v i c e s ,  1s t a k e n  i n t o  a c c o u n t  i n  t h e  p r e s e n t  s t u d y  by a s k in g  t h e  
q u e s t i o n :  "How s u p p o r t i v e  were members o f  your  ex tended  f a m i ly ? "
Having d i s t i n g u i s h e d  between t a s k s  b e s t  hand led  by k i n ,  o t h e r  
p r im a ry  groups  and l a r g e  o r g a n i z a t i o n s ,  we s h a l l  now look a t  t h e  r e l a ­
t i o n s h i p  between t h e  f a m i l y  and t h e  S t a t e  from an h i s t o r i c a l  p e r s p e c ­
t i v e .  The p u rp o se  h e r e  i s  t o  l a y  t h e  groundwork f o r  our  d i s c u s s i o n  of  
d e i n s t i t u t i o n a l i z a t i o n  in Cha p te r  4 .
The Role o f  t h e  I n s t i t u t i o n  in  H i s t o r i c a l  Con tex t
At t h e  b e g in n i n g  o f  t h e  n i n e t e e n t h  c e n t u r y ,  m e n t a l l y  r e t a r d e d  
pe o p le  were herded a p a r t  from s o c i e t y  i n t o  a melange of  d e v i a t e s  o f  
a l l  t y p e s :  The c r i m i n a l ,  t h e  m e n t a l l y  i l l  and t h e  p o o r .  In 1843,
Doro thea  Dix w ro te  h e r  Memorial t o  t h e  L e g i s l a t u r e  o f  M a s s a c h u s e t t s ,  
in  which she  d e s c r i b e d  t h e  h o r r o r s  o f  i l l - t r e a t m e n t  o f  m e n t a l l y  i l l  
and r e t a r d e d  p e r s o n s ,  " l i t e r a l l y  caged  l i k e  a n im a ls "  (Rosen ,  C la rk  and 
K i v i t z ,  1 9 7 6 : 3 - 3 0 ) .
When i n s t i t u t i o n s  f i r s t  opened in  t h e  m i d - n i n e t e e n t h  c e n t u r y ,  
t h e  goa l  was t o  p r o v i d e  " c u l t u r a l l y  no rm a t iv e  s o c i a l  e x p e r i e n c e s "  t o  
o n ly  t h e  young ,  " im p ro v a b le  c a s e s . "  From 1850 t o  1880,  p r a c t i t i o n e r s  
b e l i e v e d  i t  was p o s s i b l e  t o  "make t h e  d e v i a n t  u n d e v ia n t "  
( W o l f e n s b e r g e r ,  1 9 6 9 ) .  Th i s  was t h e  t im e  when Edouard Seguin was 
w r i t i n g  o f  h i s  I n s p i r a t i o n  a t  I t a r d ' s  work w i th  t h e  Wild Boy o f  
Aveyron.  Seguin was d e v e lo p i n g  forms o f  t r e a t m e n t  based  on t h e  b e l i e f  
t h a t :
T h a t  which most  c o n s t i t u t e s  i d i o c y ,  i s  t h e  a b s en c e  o f  moral 
v o l i t i o n ,  su p e rc e d e d  by a n e g a t i v e  w i l l ;  t h a t  i n  which t h e  
t r e a t m e n t  o f  an I d i o t  e s s e n t i a l l y  c o n s i s t s  i s ,  in  chang ing  
h i s  n e g a t i v e  w i l l  i n t o  an a f f i r m a t i v e  one ,  h i s  w i l l  o f  
l o n e l i n e s s  I n t o  a w i l l  o f  s o c i a b i l i t y  and u s e f u l n e s s ;  such 
i s  t h e  o b j e c t  o f  moral  t r a i n i n g . (Rosen,  e t  a l . ,  1976:158)
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T h is  p e r i o d  gave way t o  t h e  p l e a  f o r  p r o t e c t i o n  o f  t h e s e  peop le  
f rom  t h e  r e s t  o f  s o c i e t y ,  which W olfe n s b e rg e r  c a l l s  t h e  p e r i o d  of  
" s h e l t e r i n g  t h e  d e v i a n t  f rom s o c i e t y "  (1870 t o  1890 ) .  The p u rp o se  of  
s e g r e g a t i o n  from s o c i e t y  s h i f t e d  s l i g h t l y  t o  a g e n e ra l  p r o t e c t i o n  of  
t h e  "ho ly  i n n o c e n t s "  f rom t h e  r e s t  o f  s o c i e t y .  At t h e  same t i m e ,  t h e  
p o p u l a t i o n s  o f  i n s t i t u t i o n s  were expanded t o  i n c l u d e  p e r s o n s  who were 
more d i s a b l e d .  All m e n t a l l y  r e t a r d e d  p e r s o n s ,  n o t  on ly  y o u t h ,  were 
deemed t o  need  c u s t o d i a l  c a r e .
By t h e  1880s,  t h e  r e a s o n s  f o r  s e g r e g a t i o n  o f  m e n t a l l y  r e t a r d e d  
p e r s o n s  had s h i f t e d  t o  t h e  ' p r o t e c t i o n  of  s o c i e t y '  because  t h e y  were 
c o n s i d e r e d  a ' d a n g e r '  t o  s o c i e t y ,  p o t e n t i a l l y  c r i m i n a l  and l i k e l y  t o  
p roduce  d e f i c i e n t  o f f s p r i n g ;  t h i s  l a t t e r  b e l i e f  gave l i c e n s e  t o  the  
p r a c t i c e  o f  s t e r i l i z a t i o n .  Though F e r n a l d ' s  1919 l o n g i t u d i n a l  s tudy  
o f  500 m e n t a l l y  r e t a r d e d  p e r s o n s  showed t h a t  t h e  m a j o r i t y  a d j u s t e d  
w e l l  t o  s o c i e t y  a f t e r  l e a v i n g  t h e  i n s t i t u t i o n ,  t h e  common b e l i e f  in 
t h e i r  i n a b i l i t y  t o  cope i n  t h e  community p e r s i s t e d .
In h i s  rev iew o f  t h e  h i s t o r i c a l  changes i n  our  c u l t u r e ' s  a t t i ­
t u d e s  toward  and t r e a t m e n t  o f  m e n t a l l y  r e t a r d e d  p e o p le ,  W olfe n s b e rg e r  
(1976)  c i t e s  c .  1920 as  t h e  t ime in  which p r a c t i t i o n e r s  began to  
a c c e p t  some o f  t h e  r e s e a r c h  f i n d i n g s  t h a t  showed t h a t  m e n t a l l y  
r e t a r d e d  p e o p l e  can a c t u a l l y  l i v e  p e a c e a b ly  i n  t h e  community a f t e r  
r e l e a s e  from i n s t i t u t i o n s .  This  was a l s o  t h e  b e g in n i n g  o f  what  
W o l f e n s b e r g e r  c a l l s  "a  l o s s  o f  r a t i o n a l e s , "  which means t h a t ,  though 
t h e y  p e r s i s t e d ,  i n s t i t u t i o n s  no l o n g e r  had a r a i s o n  d ' e t r e .  The huge 
ho l low  e d i f i c e s  were f i l l e d  wi th  s t a f f  and " p a t i e n t s , "  r a t t l i n g  about  
t h e  h a l l s ,  who no lo n g e r  knew how t o  make t h e  b e s t  o f  t h e  s i t u a t i o n
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b e c a u s e  the  s i t u a t i o n  had l o s t  I t s  d e f i n i t i o n .  New g o a l s  had t o  be
s e t .  W o l fe n s b e rg e r  has  o b s e r v e d :
A l l  t h e  money i n  t h e  wor ld  w i l l  no t  change  t h e  minds o f  men.
What we need a r e  c o n c ep t s  and models .  . . , The p r i n c i p l e  o f
n o r m a l i z a t i o n  i s  g a in i n g  w ide  a c c e p t a n c e .  With t h e  a c c e p t a n c e  
o f  t h i s  new i d e o l o g y ,  we a r e  w i t n e s s i n g  t h e  agonized d e a t h  
s t r u g g l e  o f  an i n s t i t u t i o n  model based on t h e  p e r c e p t i o n  o f  
r e t a r d e d  p e r s o n s  as a menace a n d /o r  subhuman organ ism.  (1976:72)
How t h e  g o a l s  o f  n o r m a l i z a t i o n  a r e  b e s t  ach ieved  i s  s t i l l  
c o n t r o v e r s i a l ,  b u t  i t  i s  c l e a r  t h a t  t h e  deve lopmen t  of  m u l t i p l e  a l t e r ­
n a t i v e s  t o  i n s t i t u t i o n a l  c a r e  i s  n e c e s s a r y  and b e n e f i c i a l .  A major  
t e n e t  o f  n o r m a l i z a t i o n  id e o l o g y  i s  t h a t  deve lopm en ta l  l y  d i s a b l e d  
p e o p l e  have equa l  r i g h t s  and p r o t e c t i o n  under  t h e  law. The n o r ­
m a l i z a t i o n  p r i n c i p l e  encompasses  numerous g o a l s  de v ise d  and f i r s t  put  
i n t o  p r a c t i c e  i n  t h e  Scandanav ian  c o u n t r i e s  i n  t h e  l a s t  two d e c a d e s .
In h i s  r e p o r t  to  t h e  P r e s i d e n t ' s  Committee  on Mental  R e t a r d a ­
t i o n ,  Bengt N i r j e  o f  Sweden d e f i n e d  th e  n o r m a l i z a t i o n  p r i n c i p l e  as 
h a v i n g  fo u r  s e t s  o f  g o a l s .  N o r m a l i z a t i o n  means t h a t ,  f i r s t ,  h a n d i ­
c a p p ed  pe r sons  s h a r e  in t h e  no rmal  rhythms o f  t h e  day o f  p r i v a c y ,  work 
o r  s c hoo l  r e s p o n s i b i l i t i e s  and s o c i a l  f e l l o w s h i p ;  second ,  t h a t  t h e y  go 
t h r o u g h  th e  normal s t a g e s  o f  t h e  l i f e  c y c l e — i n f a n c y ,  c h i l d h o o d ,  ado­
l e s c e n c e ,  a d u l t h o o d  and o ld  a g e — a s  they  a r e  known in t h e  p a r t i c u l a r  
c u l t u r e  in  which t h e y  f i n d  t h e m s e l v e s .  The t h i r d  s e t  o f  g o a l s  
I n v o l v e s  t h e  r i g h t  o f  s e l f - d e t e r m i n a t i o n ,  t o  fo rm f r i e n d s h i p s  and 
r e l a t i o n s h i p s  and t h a t  t h e i r  l i v e s  should show t h e  same b a s i c  economic 
p a t t e r n s  of  t h e  r e s t  of  s o c i e t y .  The f o u r t h  goa l  I s  a p r o v i s i o n  f o r  
t h o s e  persons  who c a nno t  l i v e  w i t h  t h e i r  f a m i l i e s  o r  on t h e i r  own, 
t h a t  t h e i r  homes be l o c a t e d  in  r e s i d e n t i a l  ne igh b o rh o o d s  and be o f  a 
normal  s i z e  and o p e r a t i o n .  In sum, N i r j e  s t a t e s :  "The n o r m a l i z a t i o n
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p r i n c i p l e  means making a v a i l a b l e  t o  a l l  m e n t a l l y  r e t a r d e d  p e o p le ,  
t e r n s  o f  l i f e  and c o n d i t i o n s  o f  eve ryda y  l i v i n g  which a r e  as  c l o s e  as  
p o s s i b l e  t o  t h e  r e g u l a r  c i r c u m s t a n c e s  and ways o f  l i f e  o f  s o c i e t y . "  
(1 9 7 6 :2 3 1 )
More th a n  one  hundred y e a r s  pas sed  b e f o r e  ou r  s o c i e t y  r e s u r ­
r e c t e d  t h i s  b e l i e f  i n  t h e  p o t e n t i a l  development  o f  a l l  p e r sons  and 
d e v e lo p e d  t h e  c o n c e p t s  of  t h e  i d e o l o g y  of  n o r m a l i z a t i o n  f o r  d e v e l o p ­
m en ta l  l y  d i s a b l e d  p e o p l e .  I t  was no t  u n t i l  t h e  1930s t h a t  p a r e n t s '  
g roups  began t o  become a c t i v e  in  championing t h e  r i g h t s  o f  t h e i r  
d i s a b l e d  c h i l d r e n .  I t  has o n ly  been in  t h e  l a s t  f i f t e e n  t o  tw e n ty  
y e a r s  t h a t  t h e  d e i n s t i t u t i o n a l i z a t i o n  movement has  g a in e d  momentum. 
W i th in  t h e  S t a t e  o f  New Hampshire ,  o n l y  in  t h e  l a s t  t e n  y e a r s  have 
p a r e n t s  begun t o  push f o r  a l t e r n a t i v e s  t o  Laconia  S t a t e  Schoo l .
On t h e  o t h e r  s i d e  of  t h e  c o i n ,  however,  t h e r e  a r e  some p a r e n t s  
in  t h e  p r e s e n t  s t u d y  who were and some who c o n t i n u e  t o  be a c t i v e  in  
t h e  LSSARC ( t h e  L a c o n ia  S t a t e  School  A s s o c i a t i o n  f o r  Re ta rded  
C i t i z e n s )  t o  improve c o n d i t i o n s  w i t h i n  t h e  i n s t i t u t i o n .  One mother
t o l d  us  o f  her  t i r e l e s s  e f f o r t s  i n  t h e  1950s campaign ing  around t h e
s t a t e  f o r  funds  f o r  improvements  o f  LSS f a c i l i t i e s  and p e r s o n n e l .  At 
t h e  t i m e  o f  Judge D eV ine 's  d e c i s i o n  ( i n  1981) ,  in  t h e  G a r r i t y  v .  Galen 
c a s e ,  t h i s  mother  f e l t  b e t r a y e d  by t h e  p a r e n t s  who were p l a i n t i f f s  in
t h e  l a w s u i t .  The s i t u a t i o n  had become p o l a r i z e d .
Frohboese  and S a l e s  (1980) have examined t h e  o b j e c t i o n s  t o  
d e i n s t i t u t i o n a l i z a t i o n  in  Nebraska by g a t h e r i n g  d a t a  f rom m u l t i p l e  
s o u r c e s  i n c l u d i n g  a r c h i v e s  o f  l e g a l  p r o c e e d in g s  documented by bo th  
p l a i n t i f f s  and d e f e n d a n t s ,  t h e  Nebraska Department  o f  P u b l i c  
I n s t i t u t i o n s ,  n a t u r a l  o b s e r v a t i o n s  o f  p u b l i c  h e a r i n g s  and p e r s o n a l
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i n t e r v i e w s  w i t h  p a r e n t s  i n  t h e  o p p o s i t i o n .  They i d e n t i f i e d  f o u r  c a t e ­
g o r i e s  o f  o b j e c t i o n s  t o  d e i n s t i t u t i o n a l i z a t i o n  i d e o l o g y  t h a t  t h e y  deem 
d e s e r v i n g  o f  t h e  l e g i t i m a t e  a t t e n t i o n  o f  r e s e a r c h e r s ,  s e r v i c e  p r o v i ­
d e r s ,  p a r e n t s  and p o l i c y  makers  a l i k e .  These a r e :  1)  t h e  concern
t h a t  t h e  community -based s e r v i c e  d e l i v e r y  system i s  as  y e t  u n s t a b l e  
w i th  r e g a r d  t o  funds and programming and t h a t  s e r v i c e s  l ac k  q u a l i t y  
and com phre h en s iv e n es s ;  2)  t h a t  t h e  u n d e r l y i n g  i d e o l o g y ;  i . e . ,  n o r ­
m a l i z a t i o n ,  t h e  deve lopm en ta l  model ,  d i g n i t y  of  r i s k ,  and the  l e a s t  
r e s t r i c t i v e  a l t e r n a t i v e  do no t  apply e q u a l l y  t o  a l l  d e v e l o p m e n t a l l y  
d i s a b l e d  p e r s o n s ;  3) t h e  p r o c e s s  u t i l i z e d  t o  e f f e c t u a t e  d e i n s t i t u ­
t i o n a l i z a t i o n  ideo logy  u s u r p s  p a r e n t a l  power over  f u t u r e  p lans  f o r  
t h e i r  c h i l d r e n ;  and 4) c o n c e r n s  abou t  p a r e n t s ’ a b i l i t y  t o  cope w i t h  
t h e i r  c h i l d r e n  in  the  community and a t  home.
These  o b j e c t i o n s  a r e  i n t i m a t e l y  r e l a t e d  t o  t h e  o v e r a l l  d e f i n i ­
t i o n  of  t h e  r e l a t i o n s h i p  o f  t h e  f a m i l y  w i t h  t h e  S t a t e .  At what p o i n t  
does t h e  S t a t e  r e p l a c e  t h e  f u n c t i o n s  o f  t h e  f am i ly ?  What f u n c t i o n s  
s h o u ld / c a n  i t  r e p l a c e ?  What f u n c t i o n s  s h o u ld / c a n  t h e  S t a t e  not  
r e p l a c e ?  We w i l l  a d d r e s s  t h e s e  i s s u e s  i n  Chapters  7 and 8.
P u rp o s e  and Guid ing Ques t ions  
The p u r p o s e  of  t h i s  s t u d y  i s  t h r e e f o l d .  F i r s t ,  t h e  s tudy  w i l l  
t r a c e  t h e  e f f e c t s  of  t h e  p r o c e s s  of  d e i n s t i t u t i o n a l i z a t i o n  as i t  p e r ­
t a i n s  t o  t h e  p a r t i c i p a n t s  and t h e i r  f a m i l i e s .  C h a p te r  4 looks a t  how 
h i s t o r y  I n f l u e n c e s  p a r e n t a l  a t t i t u d e s  toward  community p lacem en t .
C h a p t e r s  5 and 7 a d d r e s s  a second  s e t  of  q u e s t i o n s  which h a v e  a 
more m ic ro  f o c u s  but  have  I m p l i c a t i o n s  f o r  s o c i a l  p o l i c y .  I t  1s t o  
i d e n t i f y  t h e  key c h a r a c t e r i s t i c s  o f  f a m i l i e s  who a r e  most  l i k e l y  t o
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p e r c e i v e  t h e i r  k in  a s  s u p p o r t i v e  w i th  r e g a r d  t o  t h e i r  hand icapped  
c h i l d r e n .  The q u e s t i o n  posed i s :  To what e x t e n t  do soc ioeconomic
s t a t u s ,  i d e o l o g y  ( b e l i e f s  in d e i n s t i t u t i o n a l i z a t i o n  p h i lo s o p h y  and 
r e l i g i o u s  b e l i e f )  and f a m i ly  c h a r a c t e r i s t i c s ,  such as  I t s  s i z e  and 
number o f  women, be a r  on p e r c e i v e d  kin s u p p o r t ?
We w i l l  examine whe ther  o r  n o t  t h e r e  a r e  s p e c i a l  c h a r a c ­
t e r i s t i c s  o f  t h e  c h i l d r e n  t h e m s e l v e s  which c o r r e l a t e  w i t h  k in  i n v o l v e ­
m ent .  T h i s  has  t o  do w i th  t h e  q u e s t i o n  of  t h e  i n f l u e n c e  o f  t h e  de g re e  
o f  t h e  h a n d ic a p p in g  c o n d i t i o n  upon p e rc e iv e d  s u p p o r t .  Do d i a g n o s i s ,  
m e d i c a l ,  and b e h a v i o r a l  problems o f  t h e  c h i l d  c o r r e l a t e  w i th  l e v e l  o f  
s u p p o r t ?  The pu rpose  h e r e  i s  t o  i d e n t i f y  t h e  c h a r a c t e r i s t i c s  o f  f a m i ­
l i e s  who a r e  most  l i k e l y  t o  t a k e  an a c t i v e  r o l e  in  t h e  d i r e c t  c a r e  o f  
t h e i r  c h i l d r e n ,  as  w e l l  as  t h e  c o o r d i n a t i o n  o f  s e r v i c e s ,  i . e . ,  t h o s e  
who w i l l  s h a r e  t h i s  r e s p o n s i b i l i t y  wi th  t h e  s e r v i c e  d e l i v e r y  sy s te m .
We a l s o  want  t o  i d e n t i f y  t h e  c h a r a c t e r i s t i c s  o f  t h o s e  f a m i l i e s  t h a t  
a r e  l i k e l y  t o  need g r e a t e r  i n v o lv e m e n t  on t h e  p a r t  o f  t h e  S t a t e .
T h i r d ,  in  C h a p te r  6 ,  t h e  s t u d y  w i l l  b r o a d l y  look a t  t h e  c o r r e ­
l a t e s  o f  s u c c e s s f u l  p lacemen t  f o r  t h e  c h i l d .  However, s i n c e  our  
i n t e r e s t  i s  i n  how k in  Invo lvem en t  i n f l u e n c e s  t h e s e  o u tcom e s ,  we w i l l  
a s k ,  more s p e c i f i c a l l y :  Does h a v i n g  a s u p p o r t i v e  e x te nde d  f a m i l y
i n c r e a s e  t h e  l i k e l i h o o d  o f :  D e i n s t i t u t i o n a l i z a t i o n ?  A more s t a b l e
f i r s t  community p lac e m e n t?  A more p o s i t i v e  a t t i t u d e  on t h e  p a r t  o f  
t h e  p a r e n t s  toward d e i n s t i t u t i o n a l i z a t i o n ?  S t r o n g e r  p a r e n t a l  advocacy?
As w i l l  be d e m o n s t r a t e d ,  k i n ,  even t h o s e  who a r e  n o t  in v o lv e d  
d i r e c t l y  w i t h  t h e i r  hand icapped  r e l a t i v e ,  b u t  a r e  o n l o o k e r s ,  do have 
I n s i g h t  i n t o  t h e i r  r e l a t i v e ' s  s i t u a t i o n  and have o p i n i o n s  in formed by 
t h e i r  o b s e r v a t i o n s  abou t  what i s  needed and cou ld  be done .  R e l a t i v e s
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a r e  in  t h e  unique p o s i t i o n  of  b e in g  both o u t s i d e r s  and i n s i d e r s .  They 
a r e  o u t s i d e r s  t o  t h e  n u c le a r  f a m i l y  and y e t  i n s i d e r s  o f  t h e  k in  n e t ­
work.  They have t h e  q u a l i t i e s  i n t e r m e d i a t e  between b e in g  t h e  g e n e r a l  
p u b l i c  and be ing  immersed in t h e  f a m i ly  p r ob le m .  U n l ike  t h e  g e n e r a l  
p u b l i c ,  t h e y  a r e  e y e w i t n e s s e s  t o  t h e  s t r u g g l e s  o f  t h e  immediate  f a m i l y  
w i th  t h e i r  d i s a b l e d  c h i l d ,  w i th  t h e  q u e s t  f o r  h e l p ,  and t h e  p r o c e s s  of  
c o m m u n i t i z a t i o n .
In t h e  f i n a l  c h a p t e r ,  we w i l l  d i s c u s s  t h e  p o l i c y  i m p l i c a t i o n s  
of  t h e  r e s e a r c h .  B e f o re  we a d d r e s s  the  main i s s u e s  o f  d e i n s t i t u t i o n a ­
l i z a t i o n  a t t i t u d e s ,  placement  outcomes and k i n  s u p p o r t ,  t h e  next  two 
c h a p t e r s  d e s c r i b e  t h e  d e t a i l s  o f  how t h i s  s t u d y  was conduc ted  and t h e  
c h a r a c t e r i s t i c s  of  t h e  p a r t i c i p a n t s .
CHAPTER 2
METHODS
The p r e s e n t  s tu d y  was c a r r i e d  o u t  as  a s u b p r o j e c t  o f  a l a r g e r  
r e s e a r c h ,  e n t i t l e d  "The S tudy  o f  t h e  Impact o f  t h e  R e s i d e n t i a l  and 
E d u c a t i o n a l  Consequences o f  t h e  D e i n s t i t u t i o n a l i z a t i o n  o f  Handicapped 
C h i l d r e n , "  a f f e c t i o n a t e l y  known as P r o j e c t  SID (M a l lo ry  and H e r r i c k ,  
1986 ) .  The c r i t e r i a  f o r  t h e  i n c l u s i o n  o f  sample members were a l s o  
d i c t a t e d  by t h i s  l a r g e r  r e s e a r c h  but  in  no way i n t e r f e r e d  wi th  t h e  
answ er ing  o f  t h e  q u e s t i o n s  h e r e i n  a d d r e s s e d .  These q u e s t i o n s  a r e :  
What i n f l u e n c e s  t h e  l e v e l  o f  p e r c e iv e d  kin s u p p o r t  w i th  r e g a r d  
t o  ha nd icapped  p e r s o n s ?  What a r e  t h e  c o r r e l a t e s  o f  p lacem en t  su c c e s s  
o f  d e v e l o p m e n t a l l y  d i s a b l e d  p e r s o n s ?  What a r e  t h e  c o r r e l a t e s  o f  
p a r e n t s '  p o s i t i v e  a t t i t u d e s  toward d e i n s t i t u t i o n a l i z a t i o n ?
Sample
The sample c o n s i s t e d  o f  93 p e o p le  who r e s i d e d  a t  Lacon ia  
S t a t e  School  and T r a i n i n g  C e n te r  (LSS) f o r  a minimum o f  t h r e e  weeks 
d u r in g  t h e  p e r i o d  between 1970 and 1985.  All were born on o r  a f t e r  
J a n u a r y  1 s t ,  1949 t o  i n s u r e  t h e i r  e l i g i b i l i t y  f o r  e d u c a t i o n a l  and 
r e s i d e n t i a l  s e r v i c e s  d u r in g  t h e  f i f t e e n - y e a r  p e r i o d  under  
c o n s i d e r a t i o n .  T h i s  means each  pe rson  would be 21 y e a r s  o l d  o r  
younger  by 1970.  S i x t y - e i g h t  p e o p l e ,  t h e  " L e a v e r s , "  r e t u r n e d  t o  t h e  
community p r i o r  t o  t h e i r  2 1 s t  b i r t h d a y  and 25 p e o p l e ,  t h e  " S t a y e r s , "  
r em a ined  in  t h e  i n s t i t u t i o n  u n t i l  sometime a f t e r  t h e i r  2 1 s t  b i r t h d a y .  
Of 187 l e t t e r s  m a i l e d  t o  p o t e n t i a l  p a r t i c i p a n t s  who had a l r e a d y  l e f t
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t h e  i n s t i t u t i o n ,  a t h i r d  were r e t u r n e d  by the  p o s t  o f f i c e  and n e a r l y  
a n o th e r  t h i r d  were u n r e t u r n e d  a f t e r  t h r e e  m a i l i n g s .  In t h e  f i n a l  
t a l l y ,  we had r e c e i v e d  c o n s e n t s  f o r  70 e x - r e s i d e n t s ,  two o f  whom had 
t o  be dropped because  t h e y  l e f t  LSS on placement  b e f o r e  1970 and n e v e r  
r e t u r n e d .  In t e n  i n s t a n c e s ,  we r e c e i v e d  an e x p l a n a t i o n  f o r  t h e  d e n i a l  
o f  c o n s e n t .  These i n c l u d e d  f a m i l y  s t r e s s ,  such as  i l l n e s s  o r  r e l o c a ­
t i o n ,  f e a r  o f  i n t r u s i v e  q u e s t i o n s  and t h e  m is c o n c e p t io n  t h a t  t h e  s t u d y  
would i n t e r f e r e  w i th  t h e  t r e a t m e n t  p lan  of  t h e  d i s a b l e d  p e r s o n .  One 
p a r e n t  t o l d  u s ,  " H e 's  l i v e d  in a g o l d - f i s h  bowl long  enough!  We j u s t  
want t o  l e t  t h i n g s  r e s t  a t  t h i s  p o i n t . "  Pa ren t s  o f  d i s a b l e d  pe r s o n s  
who now r e s i d e d  in t h e  community f e a r e d  r e i n s t i t u t i o n a l i z a t i o n ,  w h i l e  
p a r e n t s  o f  c u r r e n t  r e s i d e n t s  o f  LSS f e a r e d  p rem a tu re  community 
p l ac e m e n t .
An a d d i t i o n a l  110 c o n s e n t s  were o b t a in e d  from f a m i l i e s  o f  
S t a y e r s .  L e t t e r s  were m a i l e d  t h ro u g h  t h e  O f f i c e  o f  Q u a l i t y  A ssurance  
a t  LSS t o  a l l  t h o s e  f a m i l i e s  of  p e o p le  who met o u r  c o h o r t  c r i t e r i a .
The r e s p o n s e  r a t e  was n e a r l y  100% s i n c e  a l l  f a m i l i e s  cou ld  be l o c a t e d  
and o n l y  p e r m i s s i o n  t o  r ev i e w  t h e i r  c h i l d r e n ' s  i n s t i t u t i o n a l  r e c o r d s  
was r e q u e s t e d .  From t h i s  sample ,  a subsample o f  S t a y e r s '  f a m i l i e s  was 
o b t a i n e d ,  y i e l d i n g  a sample s i z e  o f  25 .  F u r th e r  d e s c r i p t i o n  o f  how 
t h i s  sample was o b t a i n e d  a ppear s  in  Chap te r  3.
Data Sources
Data  f o r  t h i s  r e s e a r c h  were g e n e r a t e d  u s in g  bo th  q u a n t i t a t i v e  
and q u a l i t a t i v e  a p p r o a c h e s .  Q u a n t i t a t i v e  I n s t r u m e n t a t i o n  c o n s i s t e d  o f  
su rve ys  o f  s e v e r a l  s o u r c e s :  a)  c l i n i c a l  r e c o r d s  a t  LSS; i n t e r v i e w s
w i th  b) s e r v i c e  p r o v i d e r s ;  and c )  p a r e n t s .  (Though t h e  q u e s t i o n s  used 
in t h i s  r e s e a r c h  were c o n t a i n e d  in much l a r g e r  s u r v e y  s c h e d u l e s ,  o n l y
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t h e  q u e s t i o n s  d i r e c t l y  r e l e v a n t  to  t h i s  r e s e a r c h  a r e  c o n t a i n e d  in  t h e  
a p p e n d i c e s . )
Q u a l i t a t i v e  d a t a ,  i n  t h e  form o f  c a s e  s t u d i e s ,  w ere  g e n e r a t e d  by 
f o l l o w - u p  i n t e r v i e w s  w i t h  p a r e n t s ,  t h e i r  r e l a t i v e s  and in  two i n s t a n ­
c e s  t h e  d i s a b l e d  pe r sons  t h e m s e lv e s .
Tab le  2 . 1  Data  Types and Sources
S ou rc e  o f  Data




P a ren t
Guardian
(n=93)
S e r v i c e
P r o v i d e r  E x - R e s id e n t  
(n=68) {n =2)
R e l a t i v e
(n-8)
Family
Background X X X
Kin Su p p o r t X X
Reasons f o r  
Admission X X
Medical and
B ehav io ra l
C h a r a c t e r i s t i c s X X X
E d u c a t i o n a l  and
R e s i d e n t i a l
P lacem en ts X X X X X
A t t i t u d e s  
Toward D e i n s t i ­
t u t i o n a l i z a t i o n X X X
T a b l e  2 . 1  and t h e  f o l l o w i n g  l i s t  s e r v e  as  a b r i e f  overv iew o f  
t h e  d a t a  s o u r c e s  and m ethods  used in  t h i s  s t u d y .
C l i n i c a l  Records
Appendix  A shows t o e  q u e s t i o n s  used  t o  gu ide  f i e l d  s t a f f  in  
c u l l i n g  c l i n i c a l  r e c o r d s  f o r  i n f o r m a t io n  on f a m i ly  b a c k g ro u n d ,  v i s i t a ­
t i o n ,  AAMD d i a g n o s e s  ( i . e .  l e v e l  o f  r e t a r d a t i o n  e s t a b l i s h e d  by codes
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deve loped  by t h e  American A s s o c i a t i o n  on Mental R e t a r d a t i o n ;  Grossman,  
1974 ) ,  d e s c r i p t i o n s  o f  each  p a r t i c i p a n t ' s  han d ic a p p in g  c o n d i t i o n ,  
medical  and b e h a v i o r a l  p r o b le m s .  Q u e s t io n s  from t h e  Be ha v io ra l  
Development  S c a l e  (BDS) d e v e lo p e d  by Conroy and B r a d le y  (1985)  were 
used to  i d e n t i f y  s e l f c a r e  and s o c i a l  a b i l i t i e s  as  w e l l  as  prob lem 
a r e a s .  In a d d i t i o n ,  t h e  LSS i n t a k e  n o t e s  were s c r u t i n i z e d  f o r  d i s c o ­
v e r i n g  t h e  c i r c u m s t a n c e s  o f  a d m i s s io n .
S e r v i c e  P r o v i d e r  I n t e r v i e w s
Appendix B c o n t a i n s  r e p r e s e n t a t i v e  q u e s t i o n s  from t h e  i n t e r v i e w  
s c h e d u l e  used wi th  s e r v i c e  p r o v i d e r s ,  most  o f  whom were c a s e  m anagers ,  
though some were t e a c h e r s ,  speech  t h e r a p i s t s ,  p h y s i c a l  t h e r a p i s t s  and 
n u r s e s .  Most q u e s t i o n s  were  o f  t h e  c l o s e d - e n d e d ,  m u l t i p l e  c h o i c e  type  
and a d d r e s s e d  t h e  s t r a i g h t f o r w a r d  q u e s t i o n s  abou t  t y p e s  o f  r e s i d e n t i a l  
p lacemen t  and e d u c a t i o n a l  s e r v i c e s  o b t a i n e d  a f t e r  t h e  pe rson  l e f t  LSS. 
The i n t e r v i e w s  were o n ly  c onduc te d  i f  t h e  d i s a b l e d  pe r son  l e f t  LSS 
b e f o r e  h i s / h e r  2 1 s t  b i r t h d a y  ( i . e . ,  a L e a v e r ,  b u t  no t  a S t a y e r )  and 
was t h e r e f o r e  e l i g i b l e  f o r  t h e s e  s e r v i c e s  i n  t h e  community (N=68). 
I n t e r v i e w s  w i t h  P a r e n t s
These  i n t e r v i e w s ,  t h e  r e l e v a n t  q u e s t i o n s  from t h e  s c h e d u l e  
which a p p e a r  i n  Appendix C, covered  t h e  e n t i r e  span o f  t h e  d i s a b l e d  
p e r s o n ' s  l i f e t i m e .  N i n e t y - t h r e e  (93) p a r e n t s  were asked  t o  d e s c r i b e  
t h e  e a r l y  y e a r s  o f  l e a r n i n g  ab o u t  t h e i r  c h i l d r e n ' s  d i s a b i l i t i e s ,  
a t t e m p t s  t o  o b t a i n  s e r v i c e s ,  h e lp  from k i n  and o t h e r s ,  v i s i t s  t o  LSS, 
a s  wel l  as  t o  s u p p ly  I n f o r m a t i o n  about  t h e i r  own o c c u p a t i o n a l  and 
e d u c a t i o n a l  ba ckground .  In  o r d e r  t o  a s c e r t a i n  t h e  c h i l d ' s  e d u c a t i o n a l  
and r e s i d e n t i a l  t r e a t m e n t  e x p e r i e n c e ,  we asked t h e  p a r e n t s  t h e  same
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q u e s t i o n s  as t h o s e  we asked o f  t h e  s e r v i c e  p r o v i d e r s .  (See S e c t i o n  
I I ,  q u e s t i o n s  l a  t h r o u g h  12e o f  Appendix B.)  In c lu d e d  in  t h e  su rvey  
in i t s  e n t i r e t y  was t h e  A t t i t u d e s  Toward D e i n s t i t u t i o n a l i z a t i o n  Survey 
(ATDS) deve loped  by Conroy and B ra d le y  (1985)  t o  a s s e s s  t h e  impact  on 
p a r e n t s  o f  t h e i r  c h i l d r e n ' s  r e t u r n  t o  t h e  community and t o  a s s e s s  
p a r e n t s '  a t t i t u d e s  c o n c e r n in g  d e i n s t i t u t i o n a l i z a t i o n  i d e o l o g y .  The 
ATDS q u e s t i o n s  appe a r  in  Table  4 . 4  in  Cha p te r  4 .
I n t e r v i e w s  w i th  R e l a t i v e s
From t h e  i n - d e p t h  I n t e r v i e w s  w i th  p a r e n t s ,  k in  were i d e n t i f i e d  
on a s c a l e  o f  1 t o  5 as t o  t h e i r  l e v e l  o f  s u p p o r t i v e n e s s  o f  p a r e n t s .  
(See q u e s t i o n  26 ,  in  Appendix C. )  P a r e n t s  who r a t e d  t h e i r  ex tended  
k in  as e i t h e r  "somewhat"  o r  " ve ry  s u p p o r t i v e "  (4 o r  5) o r  
" u n s u p p o r t i v e "  o r  "making t h i n g s  worse"  (2 or  1)  were r e - c o n t a c t e d  to  
p a r t i c i p a t e  in  t h e  c a s e  s t u d i e s .  In t h e  Follow-Up P a r e n t  Network 
I n t e r v i e w  (Appendix D),  p a r e n t s  were asked  t o  map ou t  t h e i r  f a m i ly  
r e l a t i o n s ,  u s in g  t h e  f am i lygram  t e c h n i q u e  (Hartman,  1978 ) ,  t o  i d e n t i f y  
r e l a t i v e s  w i th  whom t h e y  had t h e  most  c o n t a c t  and whom t h e  r e s e a r c h e r  
would c o n t a c t  f o r  i n t e r v i e w s .  There  i s  an a d m i t t e d  b i a s  in  a l low ing  
t h e  p a r e n t  t o  choose  which r e l a t i v e s  cou ld  o r  s h o u ld  be i n t e r v i e w e d ,  
b u t  t h e  e n t i r e  sample was in some s e n s e  s e l f - s e l e c t e d  s i n c e  p a r ­
t i c i p a t i o n  was c o m p l e t e l y  v o l u n t a r y .
I n i t i a l l y  t e n  f a m i l i e s  were chosen and asked t o  p a r t i c i p a t e  in 
t h e  c a se  s t u d i e s .  The c r i t e r i a  used  t o  s e l e c t  t h e s e  t e n  f a m i l i e s  
r e q u i r e d  t h a t  a r e p r e s e n t a t i v e  sam p l ing  o f  d i a g n o s t i c  c a t e g o r i e s  be 
I n c l u d e d ,  t h a t  h a l f  t h e  p a r e n t s  r e p o r t e d  t h e i r  k in  t o  be s u p p o r t i v e  
and h a l f  d i d  n o t ,  t h a t  p a r e n t s  were r e g a r d e d  by i n t e r v i e w e r s  as good 
i n f o r m a n t s ,  and t h a t  t h e y  be g e o g r a p h i c a l l y  a c c e s s i b l e .
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Two f a m i l i e s  p r o v id e d  t h r e e  r e l a t i v e s ,  one f a m i l y  p r o v id e d  two 
and f o u r  f a m i l i e s  p ro v id e d  one r e l a t i v e  and th e  r e m a in in g  f a m i l i e s  
c o n t a c t e d  d e c id e d  t o  w i th d ra w  be cause  t h e y  were u n a b le  o r  u n w i l l i n g  to  
c o o p e r a t e  a t  t h a t  t i m e .  S i n c e  t h i s  r educ e d  t h e  number of  p a r t i c i p a t ­
i n g  f a m i l i e s ,  i t  was d e c i d e d  t h a t  t h e  t h r e e  f a m i l i e s  who p r o v id e d  the  
mos t  i n f o r m a t i o n  (and a t  l e a s t  two r e l a t i v e s )  would be t h e  s u b j e c t s  of  
t h e  c a s e  s t u d i e s .  (See Chaper  7 . )  Once i d e n t i f i e d ,  r e l a t i v e s  were 
c o n t a c t e d ,  a p p o in tm e n t s  a r r a n g e d ,  and i n - d e p t h  i n t e r v i e w s  were co n ­
d u c t e d .  (See  Appendix E . )
In a d d i t i o n ,  r e l a t i v e s '  a t t i t u d e s  toward d e i n s t i t u t i o n a l i z a t i o n  
were  measured u s ing  p a r t  o f  t h e  ATDS ( q u e s t i o n s  1 th rough  11 in 
T a b l e  4 . 4 )  as  wel l  as q u e s t i o n s  t o  a s s e s s  soc ioeconomic  s t a t u s ,  e t h n i c  
and r e l i g i o u s  background .
Thoughts  and f e e l i n g s  o f  t h e  o b s e rv e d  and t h e  o b s e r v e r  were 
r e c o r d e d  b e c a u s e  th e y  p r o v i d e d  v a l u a b l e  i n s i g h t  toward  o u t s t a n d i n g  
wha t  t r a n s p i r e s  in  t h i s  p r o c e s s  ( R e i n h a r z ,  1 9 7 9 ) - - t h e  r e s e a r c h  p r o c e s s  
a s  wel l  as  t h e  p r o c e s s  o f  k i n  s u p p o r t .  F u r t h e r  d e t a i l s  o f  t h e  methods 
used  in  t h e  c a s e  s t u d i e s  a p p e a r  in  t h e  c h a p t e r  d e v o te d  to  them 
(C h a p te r  7 ) .
The i n t e r v i e w s  w i t h  s e r v i c e  p r o v i d e r s  and p a r e n t s  were o f  t h e  
s c h e d u l e  s t a n d a r d i z e d  t y p e  (Denzln ,  1 9 7 0 ) .  However, i n t e r v i e w e r s  were 
a l low e d  some leeway In t h e  o r d e r  1n which th e y  a s k ed  t h e  q u e s t i o n s  and 
i n  t h e  p h r a s i n g  of  q u e s t i o n s  so t h a t  t h e  i n t e r v i e w e e s  u n d e r s to o d  
e x a c t l y  what  t h e y  were b e i n g  a s k e d .  At t i m e s ,  t h e  i n t e r v i e w e r ' s  r o l e  
was t o  r e c o r d  i n f o r m a t i o n  which was s p o n t a n e o u s l y  o f f e r e d  by t h e  
I n fo r m a n t  b e f o r e  a s p e c i f i c  q u e s t i o n  was a sked ,  r e q u i r i n g  t h e  i n t e r ­
v i ew e r  t o  go back and f o r t h  in  t h e  s c h e d u l e ,  a c c o r d i n g  t o  where a
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p a r t i c u l a r  i tem was l o c a t e d .  Allowing  f o r  t h i s  k i n d  o f  f l e x i b i l i t y  
and s p o n t a n e i t y  r e d u c e d  t h e  r e a c t i v i t y  o f  t h e  i n s t r u m e n t .
F a c e - t o - f a c e  i n t e r v i e w s  a r e  p r e f e r a b l e  t o  m a i l e d  q u e s t i o n n a i r e s  
f o r  a s tu d y  such as  t h i s  f o r  a number o f  r e a s o n s .  F i r s t ,  even though 
t h e  work i s  more l a b o r  i n t e n s i v e ,  i t  e n s u r e s  t h a t  t h e  d a t a  w i l l  be 
o b t a i n e d  w i t h in  a g iv e n  t im e  p e r i o d .  Second,  t h e  i n t e r v i e w e r  can 
e x p l a i n  any q u e s t i o n s  and d i s p e l  m is c o n c e p t io n s  t h e  in fo rm an t  may have 
r e g a r d i n g  what i s  b e in g  a sked ,  t h e r e b y  r educ ing  am b ig u i ty  and 
i n c o r r e c t  r e s p o n s e s .  T h i r d ,  even though  t h e r e  i s  a g r e a t  d i v e r s i t y  of  
i n t e r v i e w i n g  c o n d i t i o n s ,  because  o f  f a m i l i e s '  homes and s e r v i c e  s e t ­
t i n g s ,  t h e  i n t e r v i e w e r  a c t s  as a c o n s t a n t  as wel l  as  an agen t  o f  
s o c i a l  c o n t r o l ,  t e n d i n g  t o  reduce  t h e  amount of  i n t e r f e r e n c e  t h a t  
might  o t h e r w i s e  be p r e s e n t  i f  t h e  p e r s o n  were s im p l y  f i l l i n g  o u t  a 
q u e s t i o n n a i r e .
P i l o t  Work
Each r e s e a r c h  t o o l  was d e v e lo p e d  du r ing  a p i l o t  phase ( l a s t i n g  
abou t  one month) in  which s u c c e s s i v e  a p p ro x im a t io n s  of  t h e  f i n a l  
i n s t r u m e n t  emerged.  In deve lop ing  t h e  c l i n i c a l  r e c o r d s  s u r v e y ,  we 
l e a r n e d ,  f o r  example ,  t h a t  i t  was n o t  p o s s i b l e  t o  i d e n t i f y ,  w i t h  any 
c o n s i s t e n c y ,  e x a c t l y  who v i s i t e d  t h e  d i s a b l e d  p e r s o n  du r in g  h i s / h e r  
s t a y  a t  LSS. I t  was t h e r e f o r e  d e c i d e d  t o  s im ply  n o t e  t h e  f r e q u e n c y  of  
v i s i t a t i o n  and use t h i s  as an i n d i c a t o r  of  g e n e ra l  s o c i a l  i n t e r e s t  in 
t h e  r e s i d e n t ,  even t h o u g h ,  in s e v e r a l  i n s t a n c e s ,  k i n s h i p  r e l a t i o n s  
a c t u a l l y  were i d e n t i f i e d .
E t h i c a l  C o n s i d e r a t i o n s
One of  t h e  mos t  n e g l e c t e d  a s p e c t s  o f  r e s e a r c h  r e p o r t i n g  i s  t h e  
e t h i c a l  approach t o  t h e  i n c l u s i o n  o f  human s u b j e c t s .  S ince  t h i s  s tu d y
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Inv o lv e d  t h e  use o f  i n d i r e c t  forms o f  c o n s e n t  which c o m p l i c a t e d  t h e  
t a s k  o f  d e v e lo p i n g  t h e  r e s e a r c h  sam ple ,  t h e  e t h i c a l  c o n c e r n s  a r e  
d e s c r i b e d  a t  l e n g t h .
Informed Consent
Informed c o n s e n t  r e q u i r e s  t h a t  t h e  p a r t i c i p a n t :  a )  u n d e r s t a n d
what  t h e  s t u d y  w i l l  i n v o l v e ,  and b) p a r t i c i p a t e  w i t h o u t  c o e r c i o n .  
American S o c i o l o g i c a l  A s s o c i a t i o n  g u i d e l i n e s  f u r t h e r  r e q u i r e  t h a t  
s o c i o l o g i s t s  a s s u r e  p a r t i c i p a n t s  d i g n i t y  o f  t r e a t m e n t  and t h a t  t h e i r  
r i g h t  t o  p r i v a c y  w i l l  be r e s p e c t e d  and u p h e ld .
Most i n s t i t u t i o n s  have i n t e r n a l  pee r  r e v i e w  boa rds  as  a means 
o f  a s s u r i n g  t h a t  t h e  r e s e a r c h e r  has  taken a l l  n e c e s s a r y  p r e c a u t i o n s  t o  
t r u l y  in fo rm p o t e n t i a l  p a r t i c i p a n t s  so t h a t  t h e y  can g i v e  t h e i r  con­
s e n t  w i th  f u l l  knowledge o f  t h e i r  invo lvement  in  t h e  r e s e a r c h .
The c o n s e n t  fo rm ,  which was t h r e e  pages  long (and a p p e a r s  in 
Appendix F ) ,  a c t e d  as  a c o n t r a c t  between t h e  r e s e a r c h  s c i e n t i s t  and 
h e r  s u b j e c t s .  I t  I n c l u d e d :  1)  p u r p o se s  and p r o c e d u r e s ;  2)  r i s k s  or
d i s c o m f o r t s ;  3)  b e n e f i t s ;  4) t h e  methods t o  be used t o  keep i n f o r ­
m at io n  t h a t  i d e n t i f i e s  i n d i v i d u a l s  c o n f i d e n t i a l - - e . g . , l o cke d  f i l i n g  
c a b i n e t s ,  t h e  use o f  i d e n t i f i c a t i o n  numbers in  l i e u  o f  names f o r  keep­
ing  t r a c k  o f  s u b j e c t s  in  computer  a n a l y s e s ,  e t c . ;  5) a s s u r a n c e  t h a t  
p a r t i c i p a t i o n  1s v o l u n t a r y ,  and 6)  t h a t  t h e r e  i s  no p e n a l t y  f o r  no t  
p a r t i c i p a t i n g ,  w i thd ra w ing  o r  w i t h h o l d i n g  I n f o r m a t i o n  (S m i th ,  1975) .  
T h i rd  P a r t y  Consent
When s u b j e c t s  a r e  m in o r s ,  o r ,  as in  t h i s  c a s e ,  when s u b j e c t s  
a r e  p o t e n t i a l l y  l e g a l l y  In c o m p e te n t ,  c o n s e n t  mus t  be o b t a i n e d  th rough  
p a r e n t s  o r  l e g a l  g u a r d i a n s .  P a r t i c i p a n t s  unde r  t h e  age o f  18 automa­
t i c a l l y  were c o n s i d e r e d  under  t h e i r  p a r e n t s '  g u a r d i a n s h i p ;  o t h e r s  had
30
been a s s i g n e d  l e g a l  g u a r d i a n s  by th e  O f f i c e  o f  P u b l i c  Guardian (OPG). 
However, t h e r e  was a r em a in in g  group o f  pe o p le  over  t h e  age o f  21,  
who had no t  been a d j u d i c a t e d  as  in c o m p e te n t ,  and ,  who, t h e r e f o r e ,  were 
l e g a l l y  t h e i r  own g u a r d i a n s ,  even though t h e y  s t i l l  l i v e d  a t  home 
where t h e i r  p a r e n t s  a c t e d  as  t h e i r  g u a r d i a n s .  In t h e  f i n a l  r e p o r t  t o  
t h e  Spencer  F o u n d a t i o n ,  M a l lo ry  n o t e d ,  " a lm o s t  a l l  o f  t h e  p a r e n t s  con­
t a c t e d  b e l i e v e d  t h a t  t h e y  s t i l l  had l e g a l  a u t h o r i t y  ove r  t h e i r  a d u l t  
c h i l d r e n . "  R a t h e r  t h a n  d i s t u r b  t h e  s t a t u s  quo ,  we a c t e d  as i f  t h e s e  
p a r e n t s  were t h e  g u a r d i a n s .  M a l lo ry ,  e x p l a i n e d  f u r t h e r :
We b e l i e v e d  t h a t  t o  bypass  t h e  r o l e  and concern o f  t h e  
p a r e n t  would u n n e c e s s a r i l y  i n t r o d u c e  c o n f u s i o n  and s t r e s s .
For  us t o  i n t r o d u c e  t h e  n o t i o n  t h a t  t h e  p a r e n t  no l o n g e r  had 
any l e g a l  r e l a t i o n s h i p  t o  t h e i r  c h i l d ,  and t h a t  we cou ld  
e n t e r  i n t o  t h e i r  l i v e s  w i t h o u t  t h e  p a r e n t s '  p e r m i s s i o n ,  was 
s e en  as i n t r u s i v e .  We were a l s o  c onc e rne d  t h a t  we e s t a b l i s h  
p o s i t i v e  r e l a t i o n s h i p s  w i th  p a r e n t s  so t h e y  would p a r t i c i p a t e  
as  r e s p o n d e n t s  t o  our  i n t e r v i e w s .  Because t h e  s e r v i c e  
p r o v i d e r s  a l s o  seemed t o  be a c t i n g  as though  t h e  p a r e n t s  were 
s t i l l  g u a r d i a n s ,  we wanted t o  a c t  in  a c o n s i s t e n t  f a s h i o n .  
I n t e r e s t i n g l y ,  none o f  t h e  s t a t e  a g e n c i e s ,  community s t a f f ,  
o r  i n s t i t u t i o n a l  s t a f f ,  r a i s e d  t h i s  i s s u e  as  a c o n c e r n .  I t  
was one we i d e n t i f i e d  and r e s o l v e d  i n t e r n a l l y .  (M a l lo ry  and 
H e r r i c k ,  1 9 8 6 ) .
O b t a in i n g  Access  t o  In fo rm a n t s
P u b l i c  a g e n c i e s  and p a r e n t s '  g roups a re  under  o b l i g a t i o n  to  
p r o t e c t  t h e  p r i v a c y  o f  t h e i r  c o n s t i t u e n t s .  T h e r e f o r e  p o t e n t i a l  p a r ­
t i c i p a n t s  c o u ld  n o t  be c o n t a c t e d  d i r e c t l y .  No agency can r e l e a s e  a 
p e r s o n ' s  name w i t h o u t  c o n s e n t .  Th i s  r e q u i r e d  then  t h a t  a l t e r n a t e  
means o f  c o n t a c t i n g  p o t e n t i a l  p a r t i c i p a n t s  be de v e lo p e d .
The e t h i c a l  approaches  used  in t h i s  s t u d y  were f i r s t  approved 
by t h e  U n i v e r s i t y  o f  New Hampshire  i n t e r n a l  rev iew  b o a rd .  The n e x t  
s t e p  was t o  a p p ro a c h  t h e  D i r e c t o r  o f  Q u a l i t y  Assurance  (Dr.  Frank 
McAloon) a t  L a c o n ia  S t a t e  School  and T r a i n i n g  Cen te r  and r e q u e s t
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c o o p e r a t i o n  in  s o l i c i t i n g  co n s en t  from p a r e n t s  and g u a r d i a n s  o f  t h o s e  
d i s a b l e d  p e r s o n s  " e l i g i b l e  t o  p a r t i c i p a t e "  i n  t h e  s t u d y .
The i n i t i a l  d e t e r m i n a t i o n  o f  which p r e s e n t  and which former 
r e s i d e n t s  of  LSS were  " e l i g i b l e "  p a r t i c i p a n t s  was made by a g r a d u a t e  
s t u d e n t  o f  t h e  r e s e a r c h  team who had been h i r e d  as a s t a f f  member a t  
LSS. T h i s  s t u d e n t  rev iewed  a l l  admiss ion  r e c o r d  c a r d s  f o r  d a t e s  of  
b i r t h  and a d m is s io n .  Because t h e  r e s u l t i n g  l i s t  c o u ld  no t  be l e g a l l y  
used by t h e  r e s e a r c h  team, t h e  people  on t h e  l i s t  were c o n t a c t e d  by 
t h e  O f f i c e s  of  Q u a l i t y  Assu rance  and Community I n t e g r a t i o n  a t  LSS.
They a g re e d  t o  mai l a cove r  l e t t e r ,  s i g n e d  by Dr. McAloon ( se e  
Appendix G),  our c o n s e n t  forms and an e x p l a n a t i o n  o f  t h e  s tu d y  t o  the 
g u a rd i a n  o f  each p e r s o n  on t h e  l i s t .
In  a p p ro a c h in g  an i n s t i t u t i o n ,  i t  i s  im p o r ta n t  t o  o b s e rv e  t h e  
h i e r a r c h y  o f  p e r s o n n e l  and t h e  p roper  c h a i n  o f  command. In t h i s  p a r ­
t i c u l a r  c a s e ,  t h e  D i r e c t o r  gave us e n t r e e  t o  the  r e c o r d s ,  but  i n a d v e r ­
t e n t l y  s i d e - s t e p p e d  t h e  s u p e r v i s o r  of  t h e  r e c o r d  k e e p e r s .  In h in d ­
s i g h t ,  we s hou ld  have asked i f  t h e r e  were an immediate s u p e r v i s o r .
So f o r  a w h i l e  t h e r e  was some i l l - f e e l i n g  t h a t  cou ld  have been avo id ed .
The LSS s t a f f  c o m p l e t e l y  c o o p e r a t e d  in  t h e  m a i l i n g  ou t  o f  t h e  
l e t t e r  d e s c r i b i n g  t h e  r e s e a r c h ,  the  c o n s e n t  form and s tam ped ,  s e l f -  
a d d r e s s e d  e nve lope  f o r  e a s y  r e p o n s e .  A l a r g e  p o r t i o n  o f  l e t t e r s  were 
r e t u r n e d  unopened;  many were e v i d e n t l y  l o s t ,  o r  r e c e i v e d ,  bu t  not  
honored w i th  a r e s p o n s e .  T h i s  was not  p a r t i c u l a r l y  s u r p r i s i n g  
s i n c e  a d d r e s s e s  o b t a i n e d  from o ld  i n s t i t u t i o n a l  r e c o r d s  were o f t e n  
o b s o l e t e .  I t  was t h e r e f o r e  n e c e s s a r y  t o  t r y  o t h e r  avenues  t o  r e a c h  
p o t e n t i a l  p a r t i c i p a n t s ,  as we l l  as t o  g a i n  s u p p o r t  f o r  t h e  s t u d y  so 
t h a t  when t h e  f i e l d  s t a f f  approached  s e r v i c e  p r o v i d e r s  and p a r e n t s ,
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t h e y  would u n d e r s t a n d  t h e  pu rp o se s  o f  t h e  s tudy  and be w i l l i n g  t o  
c o o p e r a t e .
Community Ne tworks . Though c o n s e n t  had been r e c e i v e d  from 
p a r e n t s  who had been c o n t a c t e d  by t h e  S t a t e  S c h o o l , so t h a t  t h e  s tudy  
was underway,  f u r t h e r  o u t r e a c h  was n e c e s s a r y .  These  s t r a t e g i e s  
i n c l u d e d  a p p e a l i n g  t o  r e g i o n a l  a g e n c i e s  ( i n  New Hampshire  t h i s  i s  
known as t h e  c a s e  management s y s t e m ) ,  r e p r e s e n t a t i v e s  of  non­
government  s e r v i c e  a g e n c i e s ,  and p a r e n t s '  A s s o c i a t i o n s  f o r  R e ta rd e d  
C i t i z e n s  (ARCs). Group and agency l e a d e r s  were t e l e p h o n e d  in  o r d e r  t o  
s e t  up a t im e  f o r  us t o  speak  b e f o r e  t h e i r  c o n s t i t u e n t s .  Each p r e s e n ­
t a t i o n  c o n s i s t e d  o f  t h e  f o l l o w i n g :  a b r i e f  d e s c r i p t i o n  of  t h e  s tudy ,
e f f o r t s  t o  m a i n t a i n  anonymity  and a d i s c u s s i o n  o f  t h e  impact  o f  t h e  
s t u d y  upon f u t u r e  p o l i c y  changes  in t h e  s t a t e .
S e r v i c e  P r o v i d e r s . In o r d e r  t o  o b t a i n  c o o p e r a t i o n  from s e r v i c e  
p r o v i d e r s ,  I p r e s e n t e d  a b r i e f  d e s c r i p t i o n  of  t h e  s t u d y  a t  one of  
t h e i r  s t a t e - w i d e  monthly m e e t in g s  h e ld  in  Concord,  New Hampshire ,  by 
t h e  D i v i s i o n  o f  Mental H e a l th  and Development  S e r v i c e s .  In t h a t  f i r s t  
m e e t in g  w i th  c a s e  managers  who came from t h e  12 r e g i o n s  of  t h e  s e r v i c e  
d e l i v e r y  sys tem  ( s e e  f i g u r e  3 . 1 ) ,  my p r e s e n t a t i o n  was met w i th  a mixed 
r e s p o n s e .  The p r e v i o u s  s p e a k e r  was t h e  new p s y c h i a t r i s t  a t  t h e  head 
o f f i c e  who had r a i s e d  some h a c k le s  around  th e  room w i t h  h i s  l o f t y  
t o n e s  t o  a v e ry  overworked  g roup  o f  p e o p l e .  So now I was a n o t h e r  p ro ­
f e s s i o n a l  coming a long  t o  make demands w h i le  I s o a r e d  in t h e  h e i g h t s  
o f  academic e t h e r e a  n e v e r  t o  be s c a t h e d  by t h e i r  d i f f i c u l t i e s .
S e r v i c e  p r o v i d e r s  e x p r e s s e d  s e v e r a l  c o n c e r n s :  1) t h a t  our
r e s e a r c h  was In r e a l i t y  an e v a l u a t i o n  o f  t h e i r  competence ;  2) t h a t  our 
i n t e r v i e w s  would r e q u i r e  i n o r d i n a t e  demands on t h e i r  a l r e a d y  crowded
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s c h e d u l e s ;  3 )  t h a t  we d i d  no t  add res s  t h e i r  immediate c oncerns  o f  s e r ­
v ice  d e l i v e r y  and t h e r e f o r e  t h e i r  p a r t i c i p a t i o n  was n o t  worth t h e i r  
t im e .
At t h e s e  t i m e s ,  one hopes t o  f i n d  a common age nda .  One 
seasoned s o c i a l  worker  came t o  my and t h e  s t u d y ' s  r e s c u e  when he 
r a l l i e d  s u p p o r t  f o r  r e s e a r c h  t h a t  a p p a r e n t l y  was more on th e  s i d e  o f  
p rov in g  t h e  n e c e s s i t y  o f  community s e r v i c e s  than a n y t h i n g  t h a t  had 
come t h e i r  way in  a long  t i m e .  I cou ld  f e e l  my e n t i r e  body r e t u r n  t o  
e q u i l i b r i u m  in  a g r a t e f u l  s ig h  o f  r e l i e f  t h a t  I hoped d i d  not  r e v e a l  
my fo rmer  d i sm ay .
PPG. As mentined e a r l i e r ,  some o f  t h e s e  young a d u l t s  had been 
a s s ig n e d  p u b l i c  g u a r d i a n s .  The O f f i c e  o f  Pub l ic  G uard ian  met wi th  us 
and ,  when t h e y  un d e rs to o d  t h e  purposes  o f  t h e  r e s e a r c h ,  t h e y  comple­
t e l y  c o o p e r a t e d ,  p r o v id e d  t h a t  we did n o t  invo lv e  p a r e n t s  who had been 
o u t  of  t h e  p i c t u r e  f o r  a long  t im e .  T h i s  seemed an o u t r a g e o u s  r e q u e s t  
t o  me p e r s o n a l l y  because  any t ime p a r e n t s  want t o  assume r e spon ­
s i b i l i t y  f o r  t h e i r  own c h i l d r e n  i t  would seem a p o s i t i v e  s t e p  and a 
s av ing  of  t a x p a y e r s '  money, but  we d i d n ' t  a rg u e ,  s i n c e  such an 
o c c u r r e n c e  was u n l i k e l y  and in f a c t  d i d  no t  happen.
P a r e n t s . During t h e  mee t ings  o f  t h e  r e g i o n a l  ARCs, we d i s c o ­
vered  t h a t  p a r e n t s  were mos t  concerned abou t  t h r e e  i s s u e s :  1) who
funded t h e  p r o j e c t ;  2)  w h e th e r  the  r e s e a r c h  would s e r v e  as  someone ' s  
d i s s e r t a t i o n ;  3)  w h e t h e r ,  as  p a r t i c i p a n t s ,  t h e i r  c h i l d r e n  would b e n e ­
f i t  d i r e c t l y .
I t  was i m p o r ta n t  t o  t h e s e  p a r e n t s  t h a t  t h e  r e s e a r c h  not  be 
funded by t h e  New Hampshire  S t a t e  D i v i s i o n  of  Mental H e a l t h  and 
Developmental  S e r v i c e s  n o r  any agency o f  t h e  Fede ra l  Government; t h e
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fo rm er  be c ause  of  t h e  f e a r  t h a t  s e r v i c e s  t h e y  had f o u g h t  h a rd  t o  
o b t a i n  would be w i th d ra w n ,  and th e  l a t t e r  f o r  r e a s o n s  u n a s c e r t a i n e d .
The p a r e n t s '  s econd  concern  had t o  do w i th  no t  w a n t in g  t o  be 
" gu ine a  p i g s "  or  t h e  o b j e c t  o f  academic o g l i n g  f o r  t h e  f r i v o l o u s  p u r ­
pose o f  one p e r s o n ' s  c a r e e r  advancement  a t  t h e i r  e x pe nse .  T h i s  was 
d e a l t  w i t h  by a s s u r i n g  p a r e n t s  t h a t  t h e  r e s e a r c h e r s  and i n t e r v i e w e r s  
c o n d u c t i n g  t h e  s tudy  were  peop le  of  i n t e g r i t y  who had p e r s o n a l  commit­
ments  t o  t h e  cause  of  h a n d ic a p p e d  c h i l d r e n  and t h e i r  f a m i l i e s .  The 
P r i n c i p a l  I n v e s t i g a t o r  was i d e n t i f i e d  as  a p r o f e s s o r  o f  s p e c i a l  educa­
t i o n ,  i n v o lv e d  in p o l i c y  i s s u e s  wi th  r e g a r d  t o  ha nd icapped  c h i l d r e n .  
The P r o j e c t  D i r e c t o r  was i d e n t i f i e d  as a f a m i l y  s o c io l o g y  d o c t o r a l  
s t u d e n t ,  whose former in v o lv e m e n t s  had been in  t h e  c a r e  o f  i n s t i t u ­
t i o n a l i z e d  pe r sons  and t h e i r  f a m i l i e s .  The i n t e r v i e w e r s  were a l l  p e r ­
sons d i r e c t l y  invo lv ed  w i t h  handicapped  c h i l d r e n :  A mother  o f  a
d e v e l o p m e n t a l l y  d i s a b l e d  c h i l d ;  an a c t i v e  l e a d e r  in t h e  r e g i o n a l  AAMD: 
a s p e c i a l  e d u c a t io n  t e a c h e r ;  and a s p e c i a l  e d u c a t i o n  c o o r d i n a t o r .
The t h i r d  concern  was more d i f f i c u l t  t o  answer.  I t  was not  
p o s s i b l e  t o  promise t h a t  t h e  s tu d y  would d i r e c t l y  b e n e f i t  t h e  outcome 
o f  a p a r t i c u l a r  i n d i v i d u a l ,  bu t  i t  was hoped ,  t h e  s tu d y  would c a l l  t he  
a t t e n t i o n  o f  p o l ic ym a ke r s  t o  t h e  need t o  f u r t h e r  deve lo p  community 
r e s o u r c e s  f o r  hand icapped  c h i l d r e n  and t h e i r  f a m i l i e s .  N e v e r t h e l e s s ,  
when one f a t h e r  de te r m in e d  t h a t  our  s tu d y  would not  d i r e c t l y  r e l i e v e  
d i f f i c u l t i e s  in  h i s  s o n ' s  pl acement  s i t u a t i o n ,  he t o l d  us we would ge t  
no h e l p  f rom him!
M e e t in g  with p a r e n t s  a t  t h e s e  ARC m e e t in g s  se rv e d  in  g u id ing  
t h e  r e s e a r c h  t o  I nc lude  more meaningfu l  q u e s t i o n s  and as  an o r i e n ­
t a t i o n  f o r  t h e  f u t u r e  o n e - t o - o n e  i n t e r v i e w s .
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In one e p i s o d e  in  t h i s  ne tw ork ing  s a g a ,  one o f  t h e  more a c t i v e  
members who had been i n v o lv e d  in the  l i t i g a t i o n  a g a i n s t  t h e  S t a t e  
School  and who, up u n t i l  t h a t  p o i n t ,  had den ied  c o n s e n t  f o r  her  c h i l d  
t o  p a r t i c i p a t e ,  changed h e r  mind as a r e s u l t  o f  a m i r a c u l o u s  e n c o u n t e r .  
T h i s  p a r e n t ,  s u d d e n l y ,  in t h e  m id s t  o f  an ARC m e e t in g ,  had d i s c o v e r e d  
t h a t  one of  h e r  diamond e a r r i n g s  was n o t  in  p l a c e .  She gasped .  The 
room was i m m e d ia te ly  t r a n s f o r m e d  i n t o  a f l u r r y  of  a c t i v i t y  t o  l o c a t e  
t h e  s i z e a b l e  gem.
Having had a s i m i l a r  e x p e r i e n c e  w i t h  an e a r r i n g  o f  no l e s s  p e r ­
s o n a l  v a lu e ,  I a s s u r e d  t h e  woman t h a t  P rov ide nc e  had been m e r c i f u l  t o  
me on one p a r t i c u l a r  o c c a s i o n  which I r e l a t e d  t o  he r  in  v i v i d  d e t a i l  
w h ic h  amazed t h e  l i s t e n e r  and r e s t o r e d  h e r  t o  a hope fu l  a n t i c i p a t i o n  
o f  t h e  r e t u r n  o f  t h e  l o s t  o b j e c t .
The n e x t  m orn ing ,  t h i s  p a r e n t  c a l l e d  t h e  o f f i c e  t o  r e l a t e  t h a t  
i n d e e d  a m i r a c l e  had o c c u r r e d  and t h e  e a r r i n g  was found w a i t i n g  f o r  
h e r  on the  d o o r s t e p !  She f u r t h e r  s t a t e d  w i th  g r e a t  e n th u s i a s m  t h a t  
s h e  would send  h e r  c o n s e n t  by th e  nex t  mai l  and c o o p e r a t e  in  any way
s h e  cou ld  t o  c o n t r i b u t e  t o  t h e  s uc ce s s  o f  t h e  p r o j e c t .
The C o n t a c t  P a c k e t . S ince  we had t o  r e l y  on t h i r d  p a r t i e s  t o  
r e a c h  sample members ,  i t  was im p e r a t iv e  t o  p rov ide  them w i t h  a means 
o f  r e s p o n d i n g .  To meet t h i s  need ,  t h e  " c o n t a c t  p a c k e t "  was d e v i s e d .
T h i s  c o n s i s t e d  o f :  1) a l e t t e r  s igned  by t h e  l e a d e r  o f  t h e  o r g a n i z a ­
t i o n ,  e n d o r s i n g  t h e  p r o j e c t ;  2)  an announcement  l e t t e r  d e s c r i b i n g  t h e  
p r o j e c t ,  t h e  s t a f f  i n v o l v e d ,  t h e  p r e c a u t i o n s  taken t o  e n s u r e  anonymity 
an d  c o n f i d e n t i a l i t y ;  3) a sm a l l  p o s t c a r d  in  which t h e  p a r e n t  cou ld  
i n d i c a t e  t h a t  we may or  may no t  c o n t a c t  h i m / h e r  and a s p a c e  f o r  t h e  
a d d r e s s  and t e l e p h o n e  number; and 4) a r e t u r n  e n v e lo p e .
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In sum, t h e  o u t r e a c h  p ro c e d u re s  i n vo lve d  making p e r s o n a l  p r e ­
s e n t a t i o n s ,  a myriad o f  t e l e p h o n e  c a l l s ,  and v a s t  q u a n t i t i e s  o f  
c o r r e s p o n d e n c e .
E s t a b l i s h i n g  Community R e l a t i o n s —Taking  o f f  t h e  White Lab Coat
I t  was i m p e r a t i v e  t o  l i v e  up t o  t h e  e t h i c a l  c o n t r a c t  w i th  the  
p a r t i c i p a n t s  o f  t h e  s t u d y  who d id  n o t  a lways u n d e r s t a n d  t h e  f i n e  l e g a ­
l i s t i c  d i s t i n c t i o n s  d e v i s e d  t o  p r o t e c t  s c i e n t i f i c  s k i n s — or  pe rhaps  
t h e y  u n d e r s t o o d  on ly  t o  w e l l !  For example ,  even though each f a m i l y  
r ead  a 3 -page  c o n s e n t  l e t t e r ,  t h ey  d i d  no t  always r e a l i z e  t h e y  d id  not  
have t o  answer  p o t e n t i a l l y  u p s e t t i n g  q u e s t i o n s ;  t h e y  j u s t  r e a c t e d  and 
became u p s e t .  One f a t h e r  would not  answer t h e  s t a n d a r d  s o c i o l o g i c a l  
q u e s t i o n ;  "What was y o u r  o c c u p a t io n  a t  t h e  t im e  y o u r  c h i l d  e n t e r e d  
LSS? His  r e s p o n s e  was: "None o f  y o u r  damn b u s i n e s s !  What does t h i s
have t o  do w i th  my s o n ' s  t r e a t m e n t  a t  t h e  s c h o o l ,  anyway?" I t r i e d  t o
e x p l a i n  t h a t  p a r t  o f  t h e  s tu d y  r e q u i r e d  t h a t  we o b t a i n  a l i t t l e  
background i n f o r m a t io n  a b o u t  t h e  p a r t i c i p a n t s '  f a m i l i e s  and t h a t  
indeed  h i s  background s h o u l d  have n o t h i n g  t o  do w i th  h i s  s o n ' s  t r e a t ­
men t .  S o c i o l o g i s t s  a lw ays  ask t h i s  q u e s t i o n ;  i t ' s  s t o c k  in  t r a d e .
When I t r i e d  t o  e x p l a i n  t h a t  a l l  i n f o r m a t i o n  was k e p t  c o n f i d e n t i a l ,  
t h e  f a t h e r  r e p l i e d :  "Yeah,  everybody from t h e  s e c r e t a r y  on up w i l l
know my b u s i n e s s .  T h a t ' s  n o t  c o n f i d e n t i a l !  C o n f i d e n t i a l  i s  when I 
t e l l  you someth ing  and you  d o n ' t  t e l l  anyone e l s e ! 1'
T h i s  i s  an example o f  t h e  k ind  o f  f i e l d  d a t a  which i s  w r i t t e n
on t h e  r e s e a r c h e r ' s  gu t  f o r  t h e  r e s t  o f  h e r  l i f e !  I t  does no t  f i t  
i n t o  t h e  s t u d y  o f  t h e  q u e s t i o n ,  y e t  i f  t h i s  i n s t a n c e  i s  p l a c e d  o n ly  in 
t h e  p r i v a t e  a r c h i v e s  o f  t h e  r e s e a r c h e r ,  a v a l u a b l e  i n s i g h t  abou t  t h i s  
m an ' s  e x p e r i e n c e  goes u n s h a r e d .  T h i s  m an ' s  high s e n s i t i v i t y  c o i n c i d e d
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w i t h  t h e  e x t r em e  h a n d ic a p p in g  c o n d i t i o n  of  h i s  son .  The t h r e a t  of  
c l o s i n g  LSS was a g r e a t  s o u r c e  o f  s t r e s s  f o r  t h i s  f a t h e r ,  which was 
conveyed in  h i s  r e a c t i o n s  t o  t h e  q u e s t i o n s .  Th i s  f a m i l y  d i d  no t  
answer even 50% o f  t h e  q u e s t i o n s  d i r e c t l y ,  bu t  gave me c l e a r  e v id e n c e  
o f  t h e i r  g r e a t  d i f f i c u l t y  w i th  t h e i r  s o n ' s  c i r c u m s t a n c e s .  I was 
c a u g h t  i n  t h e  di lemma o f  t h e  d e s i r e  t o  o b t a i n  d a t a  and t h e  d e s i r e  t o  
make t h e  p r o b in g  as  p a i n l e s s  as  p o s s i b l e .  [See Re inharz  (1979)  f o r  a 
d i s c u s s i o n  on t h e  im p o r ta n c e  o f  t h e  p o i n t s  o f  view o f  t h e  r e s e a r c h e d  
as  wel l  as  o f  t h e  r e s e a r c h e r . ]
L i m i t a t i o n s  o f  t h e  Study
The drawbacks  o f  i n t e r v i e w s  a r e  t h a t  1) th e y  a r e  m easu res  
t a k e n  a t  one p o i n t  in  t im e ;  and 2) i n f o r m a t i o n  i s  s u b j e c t  t o  t h e  e x i ­
g e n c i e s  o f  t h e  memory o f  t h e  r e s p o n d e n t s .  In o r d e r  t o  com pensa te  f o r  
t h e s e  s h o r t c o m i n g s ,  i n s t i t u t i o n a l  r e c o r d s  were examined which p rov ided  
an h i s t o r i c a l  c o n t e x t  f o r  t h e  d a t a  we g a th e r e d  from i n f o r m a n t s .  In 
a d d i t i o n ,  i f  p a r e n t s  had any r e c o r d s  of  e v e n t s ,  w r i t t e n  a t  t h e  t im e  o f  
t h e i r  o c c u r r e n c e ,  p a r e n t s  were asked t o  c o n s u l t  them b e f o r e  o r  du r in g  
t h e  i n t e r v i e w .  In i n t e r v i e w i n g  r e l a t i v e s ,  i t  was a l s o  p o s s i b l e  t o  
c r o s s - c h e c k  i n f o r m a t i o n  g iven  by p a r e n t s  t o  b e t t e r  e s t a b l i s h  t im e  
f r a m e s ,  s eq u en c e s  o f  e v e n t s  and t h e  d e t a i l s  o f  e v e n t s .
The o t h e r  drawback o f  t h e  i n t e r v i e w  method i s  t h a t  i t  i s  open 
t o  r e c a l l  and v i e w p o in t  b i a s e s .  For  example ,  one p a r e n t ,  i n  h i s  
open ing  s t a t e m e n t  ab o u t  h i s  s o n ' s  e d u c a t i o n a l  c a r e e r ,  s a i d  h i s  son 
r e c e i v e d  ' 'no e d u c a t i o n ! "  and " h a r d l y  any s e r v i c e s ! "  L a t e r  in  t h e  
i n t e r v i e w ,  however ,  t h e  f a t h e r  p roceeded  t o  t e l l  t h e  i n t e r v i e w e r  abou t  
s e v e r a l  s c h o o l s  h i s  son had a t t e n d e d .  The f a t h e r ' s  open in g  gambi t  had
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more t o  do w i t h  h i s  c u r r e n t  f r u s t r a t i o n  a t  h i s  p r e s e n t  s i t u a t i o n  ( t h e  
son was no l o n g e r  e l i g i b l e  f o r  e d u c a t i o n a l  s e r v i c e s ,  though t h e  f a t h e r  
b e l i e v e d  h i s  son c o u ld  s t i l l  b e n e f i t  from them) than  w i th  h i s  s o n ' s  
e d u c a t i o n a l  h i s t o r y  which was t h e  fo c u s  of  t h e  q u e s t i o n s  be in g  a s k e d .  
Had r e l i a b i l i t y  checks  no t  been b u i l t  i n t o  t h e  i n t e r v i e w ,  i . e . ,  a s k in g  
abou t  e d u c a t i o n  a t  two d i f f e r e n t  p o i n t s  in  t h e  i n t e r v i e w ,  t h i s  would 
n o t  have been r e v e a l e d .
A s ide  from t h e  many c o r r e l a t e s  of  memory b i a s  and d e c a y -  
e l a p s e d  t i m e ,  f r e q u e n c y  o f  t h e  e v e n t ,  l e v e l  o f  im por ta nc e  o r  s i g n i f i ­
cance  to  t h e  i n d i v i d u a l ,  e t c . - - t h e  i n t e r v i e w  i s  l i m i t e d  in  t h e  way 
q u e s t i o n s  a r e  p h r a s e d .  In most p o r t i o n s  of  t h e  i n t e r v i e w  s c h e d u l e ,  
c lo s e d - e n d e d  q u e s t i o n s  were asked  w i th  m u l t i p l e  c h o ic e  and l i k e r t - t y p e  
a n s w e rs .
M u l t i p l e  c h o i c e  q u e s t i o n s  o f  t h e  L i k e r t - t y p e  do no t  a l low  f o r  
t h e  sp o n ta n e o u s  answer and r e q u i r e  t h e  r e s p o n d e n t  t o  p i g e o n h o le  
h i s / h e r  t h i n k i n g  t o  f i t  t h e  q u e s t i o n .  For exam ple ,  r e s p o n d e n t s  were 
asked  t o  say  w h e th e r  t h e y  " s t r o n g l y  a g r e e ,  somewhat a g r e e ,  n e i t h e r  
a g r e e  nor  d i s a g r e e ,  somewhat d i s a g r e e  or  s t r o n g l y  d i s a g r e e "  w i th  t h e  
c o n c e p t  o f  d e i n s t i t u t i o n a l i z a t i o n .  Often t h e  r e s p o n s e s  r a n  someth ing 
l i k e :  "Wel l ,  I a g r e e ,  bu t  on ly  i f  i t  means B i l l  w i l l  g e t  o n e - t o - o n e
s u p e r v i s i o n .  O t h e r w i s e ,  I 'm  f o r  i t . "  The q u e s t i o n  as asked does n o t  
a l l o w  f o r  such q u a l i f y i n g  s t a t e m e n t s .
Though t h e  a b i l i t y  t o  compare our  d a t a  w i t h  t h o s e  o f  o t h e r  
r e s e a r c h e r s  by i n c o r p o r a t i n g  t h e i r  m u l t i p l e  c h o i c e  q u e s t i o n s  (Conroy 
and B r a d le y ,  1985) i n  t h e  p r e s e n t  s tu d y  was g a i n e d ,  v a l u a b l e  s o u rc e s  
o f  i n s i g h t  i n t o  p a r e n t s '  t r u e  o p i n i o n s  and c o n c e r n s  migh t  have been 
l o s t .  T h e r e f o r e ,  i n t e r v i e w e r s  were i n s t r u c t e d  t o  p r e s s  t h e  r e s p o n d e n t s
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t o  choose  a p a r t i c u l a r  answer ,  b u t  a l s o  i n s t r u c t e d  to  w r i t e ,  v e rba t im ,  
t h e  u n s o l i c i t e d  comments made by th e  p a r e n t s .
As m en t io n e d  a t  the  o u t s e t ,  t h i s  r e s e a r c h  i s  in  t h e  c o n t e x t  of  
a  l a r g e r  s tu d y  c a l l e d  P r o j e c t  SID—an acronym f o r  “Study o f  t h e  Impact 
o f  D e i n s t i t u t i o n a l i z a t i o n  on t h e  E duca t iona l  and R e s i d e n t i a l  
Consequences o f  Handicapped C h i l d r e n . "  P r o j e c t  SID was o r i g i n a l l y  
c o n c e iv e d  by Dr .  Bruce L. M a l l o ry  o f  t h e  E a r l y  Childhood S p e c ia l  
Needs Program in  t h e  Educa t ion  Department  a t  t h e  U n i v e r s i t y  o f  New 
Hampshire .  The p u r p o se  of  P r o j e c t  SID was t o  d i s c o v e r  t h e  e d u c a t i o n a l  
and r e s i d e n t i a l  outcomes o f  d e v e l o p m e n t a l l y  d i s a b l e d  p e r s o n s  
d i s c h a r g e d  from L a c o n ia  S t a t e  School  and T r a i n i n g  Center  b e f o r e  t h e i r  
2 1 s t  b i r t h d a y ,  t h a t  i s ,  w h i l e  t h e y  were s t i l l  e l i g i b l e  f o r  e d u c a t io n a l  
s e r v i c e s .
As P r o j e c t  D i r e c t o r  o f  P r o j e c t  SID, I had the  p r i v i l e g e  of  
i n c l u d i n g  q u e s t i o n s  in the  i n t e r v i e w s  which p e r t a i n e d  t o  my own 
i n t e r e s t  in k in  s u p p o r t .  As w i t h  a l l  r e s e a r c h ,  i n c l u s i o n  o f  
v a r i a b l e s ,  e s p e c i a l l y  t h o s e  n o t  d i r e c t l y  l i n k e d  to  the  f o c a l  
q u e s t i o n s ,  becomes a m a t t e r  o f  n e g o t i a t i o n ,  we ighing  t h e  c o s t s  in 
t i m e ,  l a b o r  and money. S in c e  t h e  P r o j e c t  SID i n t e r v i e w s  r a n g e d  from a 
minimum o f  one and h a l f  hours  t o  f o u r  hours  i n  l e n g t h ,  e l a b o r a t i o n  of  
t h e  e x a c t  t y p e  o f  s u p p o r t ,  f rom whom and f rom what a v a i l a b l e  pool of 
k i n  ( g e o g r a p h ic  l o c a t i o n ,  e . g . )  and d u r in g  wha t  t ime p e r i o d s ,  would 
have  added c o n s i d e r a b l e  l e n g t h  t o  an a l r e a d y  long i n t e r v i e w  s c h e d u le .
This  p l a c e d  c o n s t r a i n t s  on t h e  number o f  q u e s t i o n s  d i r e c t l y  
r e l a t e d  t o  t h i s  p r e s e n t  s tu d y  t h a t  could be i n c lu d e d  in  t h e  q u e s t i o n ­
n a i r e s .  For e x a m p l e ,  a more th o ro u g h  i n t e r v i e w  would have  in c lu d e d  
q u e s t i o n s  r e g a r d i n g  t h e  t im es  t h a t  r e l a t i v e s  were most h e l p f u l :  What
40
k i n d s  o f  suppo r t  d i d  you need o r  w a n t?  What d id  you r e c e i v e ?  When?
Who h e lp e d ?  Where d i d  t h e s e  r e l a t i v e s  l i v e ?  E t c .  Thus, a d i s a d v a n ­
t a g e  o f  t h e  p r e s e n t  s t u d y  i s  t h a t  i t  i s  p a r t  o f  a l a r g e r  s tu d y  which
has  o t h e r  agendas .  However, t h i s  c o n t e x t  saved t i m e  and e f f o r t  and
a l l e v i a t e d  t h e  s t r e s s  on p a r e n t s  o f  be ing  approached  twice  f o r  d i f ­
f e r e n t ,  b u t  r e l a t e d ,  r e s e a r c h e s .  J u s t  as t h e r e  a r e  many e x p e r i m e n t s
housed on a s i n g l e  s a t e l l i t e  when i t  i s  l aunched ,  i t  i s  c e r t a i n l y
h i g h l y  e c onom ica l ,  whenever  p o s s i b l e ,  t o  accommodate s e v e r a l  r e l a t e d  
r e s e a r c h e s  s i m u l t a n e o u s l y .  To some e x t e n t  t h e s e  l i m i t a t i o n s  w ere  
c o u n t e r a c t e d  by t h e  use  of  c a se  s t u d i e s .
There a re  o t h e r  l i m i t a t i o n s .  The sample i s  v o l u n t a r y  and 
t h e r e f o r e  a s e l f - s e l e c t i o n  b i a s  i s  i n t r o d u c e d .  The t e s t im o n y  o f  t h e  
k in  i n t e r v i e w e d  in  t h i s  s tudy  may w e l l  be c o r r e l a t e d  wi th  f a c t o r s  
r e l a t e d  t o  a w i l l i n g n e s s  t o  p a r t i c i p a t e ,  such as  a g e n e ra l  h e l p i n g  
a t t i t u d e .  Because o f  t h e  small  s am p le  s i z e  (N=93), a n o th e r  drawback 
i s  t h a t  no t  a l l  t y p e s  o f  k in  r e l a t i o n s  a r e  i n c l u d e d  e q u a l l y .  Thus ,  
r e s u l t s  a r e  n e c e s s a r i l y  i n c o n c l u s i v e .
S t r e n g t h s  o f  t h e  Study 
The m e t h o d o lo g i c a l  s t r e n g t h s  o f  t h e  s tudy  a r e  t h a t  both q u a l i ­
t a t i v e  and q u a n t i t a t i v e  d a t a  a r e  u sed  t o  s tudy  k i n  s u p p o r t .  The 
c o r r e l a t e s  of  s u p p o r t  and o b s t a c l e s  t o  suppo r t  a r e  i d e n t i f i e d  u s i n g  
m u l t i p l e  r e g r e s s i o n .  In  a d d i t i o n ,  t h e  a c tu a l  p r o c e s s  o f  k in  g i v i n g  
s u p p o r t  ov e r  t ime  a r e  i d e n t i f i e d  by t h e  r e l a t i v e s  t h e m s e l v e s .  Thus we 
a r e  n o t  r e l y i n g  s o l e l y  upon p a r e n t s '  r e p o r t s  t o  u n d e r s t a n d  t h i s  p r o c e s s .
I t  1s hoped t h a t  a t h i r d  c o n t r i b u t i o n  i s  made by t h i s  s t u d y  in  
c a l l i n g  a t t e n t i o n  t o  t h e  h e u r i s t i c  v a l u e  and g e n e r a l i z a b i l i t y  o f  
L i t w a k ' s  " p r i n c i p l e  o f  matching"  t o  a n o th e r  p o p u l a t i o n  of  d e p e n d e n t
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p e r s o n s  and to  i t s  u t i l i t y  in s o r t i n g  ou t  t h e  r e l a t i o n s h i p  between t h e  
f a m i l y  and t h e  S t a t e .
A f o u r t h  s t r e n g t h  i s  t h a t  t h e  s tu d y  g iv e s  f u r t h e r  impe tus  to  
t h e  s h i f t  in  fo c u s  from t h e  " p a t i e n t "  t o  t h e  whole f a m i l y ,  i n c l u d i n g  
t h e  e x t e n d e d  n e tw o rk ,  n o t  as a l a r g e r  body t o  be " f i x e d , "  bu t  as a 
sys tem  s e e k i n g  t o  m a i n t a i n  h e a l t h .  I f  t h e  network i s  u n d e r s t o o d ,  p r o ­
f e s s i o n a l s  may view i t  as  an a s s e t  r a t h e r  t h a n  as j u s t  one more 
c o m p l i c a t i o n  and h i n d r a n c e  t o  t h e i r  work.
CHAPTER 3
CHARACTERISTICS OF THE CHILDREN AND THEIR FAMILIES
The 93 f a m i l i e s  in v o lv e d  in  t h i s  s t u d y  a r e  compr ised  o f  two
samples  whose d i f f e r i n g  e x p e r i e n c e s  s hou ld  not  be i g n o r e d .  As w i l l  be
de m o n s t ra t ed  i n  l a t e r  c h a p t e r s ,  t h e  f a m i l i e s  o f  c h i l d r e n  who l e f t  
Lacon ia  S t a t e  School  (LSS) e a r l y  enough t o  be e l i g i b l e  f o r  e d u c a t i o n a l
s e r v i c e s ,  had somewhat d i f f e r e n t  e x p e r i e n c e s ,  w i th  r e g a r d  t o
a d m i s s io n ,  l e n g t h  o f  s t a y  a t  LSS, v i s i t i n g  p a t t e r n s ,  e t c . ,  from t h e  
f a m i l i e s  o f  c h i l d r e n  who s t a y e d  i n t o  a d u l t h o o d .  These  d i f f e r e n t  
e x p e r i e n c e s  r e s u l t e d  in  d i f f e r e n c e s  in a t t i t u d e s  r e g a r d i n g  t h e  
d e i n s t i t u t i n a l i z a t i o n  movement. These d i f f e r e n c e s  h i g h l i g h t  t h e  
d i a l e c t i c s  o f  t h e  movement and so a r e  i n c l u d e d  in t h i s  c h a p t e r .  To do 
o t h e r w i s e  would be t o  m i s r e p r e s e n t  t h e  f a m i l i e s .
L e a v e r s  and S t a y e r s
The two samples  in v o lv e d  in  t h i s  s t u d y  were drawn from t h e  
p o p u l a t i o n  o f  t h e  Lacon ia  S t a t e  School r e s i d e n t s  who were born on o r  
a f t e r  J a n u a r y  1 s t ,  1949,  and whose p e r io d  o f  r e s i d e n c e  a t  LSS f e l l  
between J a n u a r y  1 ,  1970 and June  30, 1985.
The f i r s t  sam ple ,  f rom h e reon  r e f e r r e d  t o  as  " L e a v e r s , "  i n ­
c lu d e s  t h o s e  whose f i r s t  p l a c e m e n t  in  t h e  community f e l l  i n  t h i s  t im e  
p e r i o d  b u t  b e f o r e  t h e i r  2 1 s t  b i r t h d a y .  T h i s  group was compr ised  o f  
t h o s e  p e r s o n s  who were e l i g i b l e  f o r  e d u c a t i o n a l ,  as  w e l l  as  r e s i d e n t i a l  
s e r v i c e s  upon l e a v i n g  LSS ( n = 6 8 ) .
The second  sample ,  f rom hereon  r e f e r r e d  t o  as  " S t a y e r s , "  
i n c l u d e s  25 p e r s o n s  drawn from a l a r g e r  sample o f  110 p e r s o n s ,
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who s t a y e d  a t  LSS p a s t  t h e i r  2 1 s t  b i r t h d a y ,  making them i n e l i g i b l e  f o r  
e d u c a t i o n a l  s e r v i c e s  when a n d /o r  i f  t h e y  r e t u r n e d  t o  t h e  community. 
P r a c t i c a l  c o n s t r a i n t s  r e q u i r e d  us t o  s e l e c t  a s m a l l e r  sample than  th e  
o r i g i n a l  110 p e r s o n s  who s t a y e d  a t  LSS a f t e r  t h e i r  2 1 s t  b i r t h d a y ,  in 
o r d e r  t o  s e t  up p a r e n t  i n t e r v i e w s .  The p r o c e d u r e s  f o r  o b t a i n i n g  th e  
25 S t a y e r s  c o n s i s t e d  o f  de v e lo p in g  a l i s t  o f  c h i l d r e n  whose p a r e n t s  
had r e t a i n e d  c u s t o d i a l  o r  g u a r d i a n s h i p  r i g h t s  o r  who had remained 
c l o s e l y  i n v o lv e d  in  t h e i r  c h i l d r e n ' s  l i v e s .  Members w i th  p u b l i c  guard ­
i a n s ,  n o n - r e l a t e d  g u a r d i a n s ,  or  t h o s e  who had no o n -g o in g  c o n t a c t  wi th  
t h e i r  p a r e n t s  were n o t  i n c lu d e d  in  t h i s  pool o f  p a r e n t  i n t e r v i e w s .
T h i s  p r o c e s s  g e n e r a t e d  a l i s t  of  55 p o t e n t i a l  f a m i l i e s .  By s e l e c t i n g  
e v e r y  t h i r d  name on t h e  l i s t ,  a random sample o f  e i g h t e e n  f a m i l i e s  was 
drawn.  I f  a f a m i l y  was u n a v a i l a b l e  t o  be i n t e r v i e w e d ,  t h e  nex t  f a m i ly  
on t h e  S t a y e r s '  l i s t  was c o n t a c t e d .  Seven a d d i t i o n a l  f a m i l i e s  were 
i n c l u d e d  who had come t o  us d e s i r i n g  t o  be i n t e r v i e w e d ,  r e s u l t i n g  in a 
sample ( o f  25 f a m i l i e s )  c o n ta m in a t ed  by s e l f - s e l e c t i o n .
The sc h e d u le  s t a n d a r d i z e d  i n t e r v i e w  d i s c u s s e d  by Denzin was 
used ( 1 9 7 0 :1 2 9 ) .  The q u e s t i o n s  in t h e  S t a y e r s '  p a r e n t  i n t e r v i e w  were 
i d e n t i c a l  t o  t h o s e  we asked of  L e a v e r s '  p a r e n t s  e x c e p t  w i th  r e g a r d  t o  
p lac e m e n t  and d i s c h a r g e .  The q u e s t i o n s  in t h e  S t a y e r s '  p a r e n t  i n t e r ­
view ab o u t  s e r v i c e s  and placement  were o m i t t e d  s i n c e  p lacemen t  would 
have o c c u r r e d  a f t e r  t h e  i n d i v i d u a l ' s  2 1 s t  b i r t h d a y .
S t a y e r s  were n o t  e l i g i b l e  f o r  e d u c a t i o n a l  s e r v i c e s .  Leavers  
were e l i g i b l e  f o r  e d u c a t i o n a l  as w e l l  as  r e s i d e n t i a l  s e r v i c e s  by th e  
t im e  t h e y  l e f t  LSS. I t  i s  t h e  l a t t e r  group t h a t  w i l l  be t h e  f ocus  of  
t h e  d i s c u s s i o n  on t h e  e f f e c t s  of  k in  s u p p o r t .
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The d i s t i n c t i o n  between Le a ve r s  and S t a y e r s  i s  i m p o r t a n t  in 
examining how o r  w h e th e r  k in  s u p p o r t  i s  r e l a t e d  t o  l o n g - t e rm  i n s t i t u ­
t i o n a l i z a t i o n  o r  n o t .  S ince  18 o f  t h e  25 S t a y e r s  were s t i l l  a t  LSS a t  
t h e  t im e  o f  t h e  s t u d y ,  i t  i s  i m p o r t a n t  t o  s e e  w he the r  t h e r e  a r e  o t h e r  
c h a r a c t e r i s t i c s  t h a t  f u r t h e r  d i s t i n g u i s h  t h e  g r o u p s .
Table  3 .1  C h a r a c t e r i s t i c s  o f  L e a v e r s  and S t a y e r s
Admission
Mean age a t  F i r s t  
Community
Sex Mean Age Year* Range P lacem en t*
Leavers 56% male 8 .2 1970 1958-1979 1 3 .0
S t a y e r s 68% male 9 .2 1966 1955-1976 2 4 . 4
*p<^02
Table  3 .2 Mental  R e t a r d a t i o n  D iagnoses  of  Each Sample {%)
B o r d e r l i n e Mild Modera te Severe Profound U n s p e c i f i e d
Leavers
(n=68)
5 .9 7 .4
F i r s t  D ia gnos is  
22 .1  35 .3 22.1 7 . 4
S t a y e r s
(n=25)




Second D ia g n o s i s  
28 .2  25 .6 33.3  2 .6
S t a y e r s
(n=24)
4 . 2 - 25 .0 37 .5 33.3
From Table  3 . 1 ,  i t  can be seen t h a t  a m a jo r  d i f f e r e n c e  between 
Leavers  and S t a y e r s  i s  t h e i r  y e a r  o f  admiss ion  t o  LSS. Though th e y  
e n t e r e d  t h e  i n s t i t u t i o n  a t  ab o u t  t h e  same a g e ,  t h e  S t a y e r s  e n t e r e d
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f i v e  y e a r s  e a r l i e r ;  t h e y  a r e ,  on a v e ra g e  an o l d e r  c o h o r t .  Th i s  p l a c e s  
S t a y e r s  in  an h i s t o r i c a l l y  somewhat e a r l i e r  pe r iod  v i s - a - v i s  t h e  t r e n d  
toward d e i n s t i t u t i o n a l i z a t i o n .
T a b l e  3 . 2  shows t h e  d i s t r i b u t i o n s  o f  d iagnoses  f o r  mental  
r e t a r d a t i o n  a t  two p o i n t s  d u r in g  r e s i d e n c e  a t  LSS f o r  e a c h  sample.
The S t a y e r s '  group 1s c o m p r i se d  of  a g r e a t e r  p r o p o r t i o n  o f  persons  
d iagnosed  a s  s e v e r e ly  r e t a r d e d ,  w h e r e a s ,  t h e  d i s t r i b u t i o n  o f  L e a v e r s '  
d i ag n o s e s  t e n d e d  to  be skewed toward t h e  m o d e r a te ly  r e t a r d e d  r an g e ,  
when f i r s t  a s s e s s e d ,  c l o s e s t  to  the  a d m i s s io n  d a t e .
We c u l l e d  the  r e c o r d s  f o r  a s eco n d  d i a g n o s i s  c l o s e s t  t o  the  
f i r s t  community placement  f o r  Leavers  and c l o s e s t  t o  t h e  2 1 s t  b i r t h d a y  
f o r  S t a y e r s .  (Since S t a y e r s  were s t i l l  i n  t h e  i n s t i t u t i o n ,  f o r  com­
p a r a t i v e  p u r p o s e s ,  the  2 1 s t  b i r t h d a y  was chosen as a r e a s o n a b l e  
c u t - o f f  p o i n t  a t  which t h e y  would have s t i l l  been e l i g i b l e  f o r  c h i l d -  
r e l a t e d  s e r v i c e s  had t h e y  been p laced  i n  t h e  community.)  G e n e r a l l y ,  
t h e  d i s t r i b u t i o n  f o r  e a ch  sample s h i f t e d  t o  the  s e v e r e  t o  profound  
range in t h e  second d i a g n o s i s .  This f i n d i n g  i s  c o n s i s t e n t  w i th  abun­
d a n t l y  documented  e v i d e n c e  t h a t  peop le  l i v i n g  in i n s i t u t i t i o n s  over  
long p e r i o d s  o f  t ime t e n d  t o  d e t e r i o r a t e  in  perfo rmance  ( e . g . ,  B l a t t ,  
Ozol ins  and McNally,  1 9 7 9 ) .
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Table  3 .3  B e h a v i o ra l  and Medical  C h a r a c t e r i s t i c s  ( i n  P e r c e n t a g e s )
C h a r a c t e r i s t i c s Leavers
n=68
S t a y e r s
n=25
A. Behav iora l  C h a r a c t e r i s t i c s
L i t t l e  o r  no d i f f i c u l t y  walk ing 76.5 84 .0
Speech e a s i l y  u n d e r s t o o d 41 .2 3 3 .3
or  s l i g h t l y  d i f f i c u l t
Dresses  i n d e p e n d e n t l y  o r  w i th  he lp 67 .6 6 0 .0
Feeds s e l f  i n d e p e n d e n t l y 73.5 68 .5
T o i l e t s  i n d e p e n d e n t l y 52.9 52 .0
Never o r  r a r e l y  a g g r e s s i v e 50.7 70 .8
I n t e r a c t s  w i th  o t h e r s 78.5 72.7
or  w i th  encouragement
Extreme u n r e s p o n s i v e n e s s * * 16.7 50 .0
S t e r e o t y p i c a l  b e h a v io r* 35.3 48 .3
Some w r i t i n g  s k i l l s 29 .4 29 .6
Some r e a d i n g  s k i l l s * 19.1 11.1
B. Medical C h a r a c t e r i s t i c s
C erebra l  p a l s y 23.5 20 .0
One or  more major  m ed ica l  c o n d i t i o n s * 26.5 6 6 .0
S i g n i f i c a n t  s e n s o r y  l o s s 29 .2 28 .0
wf-an
B ehav io ra l  and Medical C h a r a c t e r i s t i c s  
In t h e  com par isons  t h a t  fol low* i t  w i l l  be a p p a r e n t  t h a t  
Leavers  and S t a y e r s  a r e  more s i m i l a r  t o  ea ch  o t h e r  t h a n  t h e y  a r e  d i f ­
f e r e n t .  The pu rpose  h e re  i s  t o  p ro v id e  e v id e n c e  t h a t  s o c i a l  a t t i t u d e s  
r e g a r d i n g  h a n d ic a p p e d  p e o p l e  has  more t o  do wi th  h i s t o r i c a l  c o n t e x t  
t h a n  a c tu a l  c h a r a c t e r i s t i c s  o f  p e r s o n s .
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T a b le  3 .3  compares  t h e  two samples  on a number o f  b e h a v io r a l  
and medical  c h a r a c t e r i s t i c s  I d e n t i f i e d  in  t h e  l i t e r a t u r e  t o  be p a r ­
t i c u l a r l y  s a l i e n t  w i t h  r e g a r d  t o  c o m m u n i t i z a t lo n  and h y p o t h e s i z e d  to  
i n f l u e n c e  k in  s u p p o r t ,  which w i l l  be examined in  Chapte r  5 .
For  t h e  most  p a r t ,  t h e  groups  were s i m i l a r .  Over t w o - t h i r d s  of  
each sample were a b l e  t o  walk w i t h  l i t t l e  o r  no d i f f i c u l t y ,  and were 
a b l e  t o  f e e d  and d r e s s  t h e m s e lv e s  w i th  l i t t l e  o r  no a s s i s t a n c e .  About 
h a l f  o f  each group were c o m p l e t e l y  s e l f - s u f f i c i e n t  w i th  r e g a r d  to  
t o i l e t i n g .  Over 7056 o f  each group were c o n s i d e r e d  a b l e  t o  i n t e r a c t  
s o c i a l l y  w i th  o t h e r s  and c l o s e  t o  a t h i r d  o f  each group had some 
w r i t i n g  s k i l l s .
With r e g a r d  t o  r e a d i n g ,  s t e r e o t y p i c a l  b e h a v io r  ( e . g .  non­
p u r p o s e f u l  handwaving)  and u n r e s p o n s i v e n e s s ,  Leavers  were ,  on th e  
w ho le ,  r a t e d  more p o s i t i v e l y  ( p < , 0 3 ) .  In a d d i t i o n ,  t h e r e  was some 
s u g g e s t i o n  t h a t  L e a v e r s  w e re ,  on a v e r a g e ,  more a g g r e s s i v e  than  
S t a y e r s ,  though t h e  d i f f e r e n c e  was no t  s i g n i f i c a n t  ( p < . 1 3 ) .
Less  t h a n  one f o u r t h  o f  each group were d iagnosed  a s  having 
c e r e b r a l  p a l s y  which l i m i t e d  o r  p r e c l u d e d  a c t i v i t i e s .  Somewhat l e s s  
th a n  a t h i r d  o f  each  group showed s i g n i f i c a n t  s e n s o r y  ( a u d i t o r y  a n d /o r  
v i s u a l )  l o s s .
T a b le  3 . 4  Reques t s  f o r  Admission I n i t i a t e d  by P a r e n t s ,  
P h y s i c i a n s  and S o c ia l  Workers
Sample P a r e n t s MD* MSW**
Le a ve r s 86.8% 36.8% 36.8%
(n*68)
S t a y e r s 96.0% 64.0% 4.0%
( n -25 )
* p £ .0 2  * * p ^ .0 0 2
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Although p a r e n t s  d id  not  p r e s e n t  medical  problems as  a c h i e f  
c onc e rn  when a p p l y i n g  f o r  t h e i r  c h i l d ' s  a d m i s s io n ,  each g roup  had one 
or  more major  m ed ica l  c o n d i t i o n s  ( e . g .  s c o l i o s i s ,  P r a t e r  W i l l i  
syndrome,  e t c . )  w i th  S t a y e r s  hav ing  p r o p o r t i o n a l l y  over  t w i c e  as  many 
p e o p le  m e d i c a l l y  i n v o lv e d  as  Leavers  ( p < .0 5 ) .
Reques ts  f o r  Admission
In o r d e r  t o  a s c e r t a i n  p o s s i b l e  d i f f e r e n c e s  between t h e  two 
samples  w i th  r e g a r d  t o  c i r c u m s t a n c e s  o f  a d m i s s io n ,  we examined t h e  
LSS r e c o r d s  f o r  d e t a i l s  abou t  who made t h e  i n i t i a l  r e q u e s t  f o r  
a d m is s io n  and any d e s c r i p t i v e  s t a t e m e n t s ,  u s u a l l y  made by p a r e n t s ,  t o  
t h e  i n t a k e  worker  a t  t h e  t i m e .  T a b le  3 . 4  shows t h a t  r e q u e s t s  f o r  
adm is s io n  were i n i t i a t e d ,  f o r  t h e  most  p a r t ,  by p a r e n t s  w i th  a u x i l i a r y  
a s s i s t a n c e  from t h e  c h i l d r e n ' s  p h y s i c i a n s  and s o c i a l  w o r k e r s .  The 
d a t a  show t h a t  s o c i a l  workers  were more a c t i v e  in  t h e  a d m is s io n  p ro ­
c e s s  w i th  Le a ve r s  w h i l e  t h e  c h i l d r e n ' s  p h y s i c i a n s  were more l i k e l y  t o  
p l a y  a major  r o l e  w i th  S t a y e r s .
Tha t  p a r e n t s  s h o u ld  be t h e  i n i t i a t o r s  o f  t h e i r  c h i l d r e n ' s  
a d m is s ion  i s  no t  p a r t i c u l a r l y  s u r p r i s i n g ,  s i n c e  83.8% of  L e a v e r s  l i v e d  
a t  home a t  t h e  t im e  o f  adm is s io n ;  t h e  r em a inde r  l i v e d  wi th  f o s t e r  
p a r e n t s  (5.9%) or  i n  o t h e r  r e s i d e n t i a l  t r e a t m e n t  c e n t e r s  (10.3%) j u s t  
p r i o r  t o  a d m i s s i o n .  For S t a y e r s ,  84% l i v e d  w i th  t h e i r  f o s t e r  p a r e n t s ,  
w i th  a r e l a t i v e ,  o r  in  a s p e c i a l  schoo l  or  o t h e r  f a c i l i t y ,  j u s t  p r i o r  
t o  a d m i s s io n .
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T ab le  3 .5  P e r c e n t a g e s  of  Each Sample R e p o r t i n g  C i rcum s tances  
o f  Admission
Sample
Ci rcum s tance  Leavers  S t a y e r s
____________________________________________( n=68) <n=25)
Behav ior  Problems 6 1 .8 6 0 . 0
Medical  Problems 14 .7 9 . 3
Legal  Problems 4 .4 0 . 9
O the r  R e s idenc e  U n a v a i l a b l e 1 6 .2 2 0 . 4
Local  E duca t ion  U n a v a i l a b l e 23 .5 1 8 .5
C h i ld  Dangerous 17 .6 2 4 .0
Fam i ly  F i n a n c i a l  Problems* 14 .7 4 . 0
Recommended by LSS S t a f f 19 .1 1 2 .0
E v a l u a t i o n 1 6 .2 8 . 0
Mothers  Coping R e sou rce s  Dep le ted 3 6 .8 3 6 .0
Fam ily  S t r e s s 26 .5 2 8 . 0
R e s p i t e  Care U n a v a i l a b l e 1 0 .3 4 . 0
O t h e r  S i b l i n g s  A f f e c t e d * 10 .3 2 8 .0
C h i ld  A b u s e /N e g le c t* 1 3 .2 4 . 0
S p e c i a l  Arrangements 0 .0 4 . 0
7p<T(3'Tcff=9'l)
C i rcum s ta nc e s  o f  Admission 
T a b l e  3 .5  shows th e  c i r c u m s t a n c e s  in  which adm is s ion  t o  Laconia  
S t a t e  School  took p l a c e .  The p e r c e n t a g e s  do n o t  add up t o  100% because 
as  many i t em s  as were a p p l i c a b l e  were s e l e c t e d .  The most  common r e a s o n s  
f o r  adm is s io n  were b e h a v i o r  p r o b le m s , f a m i l y  problems and t h e  d e p le ­
t i o n  o f  t h e  m o t h e r ' s  co p in g  r e s o u r c e s .  Where t h e  two samples  d i f f e r e d
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t h e  most  were in f o u r  p a r t i c u l a r  c i r c u m s t a n c e s :  S i b l i n g s  be ing
a f f e c t e d ,  f i n a n c i a l  d i f f i c u l t i e s  in s u p p o r t i n g  t h e  d i s a b l e d  c h i l d ,  in 
t h e  use o f  s p e c i a l  a r r a n g e m e n ts  f o r  a d m is s io n ,  and c h i l d  abuse a n d /o r  
n e g l e c t .  The l a t t e r  was s u s p e c t e d  by a d m i t t i n g  s t a f f  a t  t h e  S t a t e  
School t o  a g r e a t e r  d e g re e  among f a m i l i e s  o f  Le a ve r s  th a n  o f  S t a y e r s .  
These f i n d i n g s  a re  c o n s i s t e n t  w i th  t h e  a ssum pt ion  t h a t  l e s s  s e v e r e l y  
r e t a r d e d  and p h y s i c a l l y  im p a i r e d  c h i l d r e n  a re  more d i f f i c u l t  t o  c a r e  
f o r  be c ause  t h e y  a r e  more c a p a b l e  o f  e m i t t i n g  prob lem b e h a v io r s  t h a t  
a r e  viewed as  d e s t r u c t i v e ,  o p p o s i t i o n a l  o r  d i s r u p t i v e .  A h i g h e r  f r e ­
quency o f  such  b e h a v io r s  would be e x p e c t e d  to  c o r r e l a t e  w i th  a h i g h e r  
i n c i d e n c e  o f  abuse.
In abou t  a t h i r d  o f  each  g roup ,  c l i n i c a l  r e c o r d s  showed t h a t  
p a r e n t s  r e q u e s t e d  a dm is s ion  o f  t h e i r  c h i l d  be cause  t h e  m o t h e r ' s  cop ing  
r e s o u r c e s  were d e p l e t e d .  Yet t h e  need f o r  r e s p i t e  c a r e  was r e p o r t e d  
in  on ly  seven  r e c o r d s  in t h e  L e a v e r s '  sample (10 .330  and one r e c o r d  in 
t h e  S t a y e r s '  sample (4.056). Th is  may p o s s i b l y  be r e l a t e d  t o  t h e  
h i s t o r i c a l  c o n t e x t  o f  t h e  r e s p i t e  c a r e  p o l i c y  in  p r a c t i c e  a t  L acon ia  
S t a t e  School  a t  t h e  t i m e .  As one mothe r  r e l a t e d  t o  us in  an i n - d e p t h  
i n t e r v i e w :
[ L a c o n i a  S t a t e  S c h o o l ]  had a r e s p i t e  program. . . . You 
c ou ld  have  30 days a y e a r  bu t  i t  was a o n e - s h o t  d e a l .  And 
I t h o u g h t  . . . who wants  t o  t a k e  t h e i r  k id  and dump him 
a t  t h e  S t a t e  School  f o r  30 days?  God, I ' d  have g iv en  my 
e y e - t e e t h  f o r  30 days  bu t  I h a t e d  t o  l e a v e  h e r  t h e r e .  I f  
you o n l y  took  an hour  o r  a day and t h a t  was a l l  you wanted,  
t h a t  was i t  f o r  a whole y e a r !  You c o u l d n ' t  s p l i t  i t  up.  . . .
So we d i d n ' t  use  i t .  . . . You j u s t  d o n ' t  t a k e  a k i d  
t h a t  l i v e s  a t  home and pu t  em' in  an i n s t i t u t i o n  f o r  30 
d a y s ! .  . . . I d i d n ' t  need 30 days a t  one s h o t .
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Another  p r e c i p i t a t i n g  c i r c u m s t a n c e  was t h e  e f f e c t  o f  t h e  han­
d i c a p p e d  c h i l d  upon h i s / h e r  s i b l i n g s ;  more p a r e n t s  o f  S t a y e r s  
com pla ined  t h a t  o t h e r  s i b l i n g s  were  a f f e c t e d  t h a n  the  p a r e n t s  o f  
L e a v e r s  ( p £ . 1 0 ) .
One mother  e x p l a i n e d  t h a t  h e r  husband s t i l l  could  no t  t a l k  about  
h i s  f e e l i n g s  a b o u t  h i s  hand ic apped  daugh te r  and t h a t ,  as a f a m i l y ,  
t h e y  had de c id e d  t h a t  t h e i r  o t h e r  c h i l d r e n  would s u f f e r  g r e a t  h a rd s h i p  
i f  t h e i r  d i s a b l e d  c h i l d  remained w i th  the  f a m i l y .  The m o the r  s a i d  
t h a t  h e r  o t h e r  c h i l d r e n  would p r o b a b l y  not  have been ab le  t o  a t t e n d  
c o l l e g e  and l i v e  normal l i v e s  i f  t h i s  c h i l d  had l i v e d  a t  home. As 
w i l l  be e x p la i n e d  in  t h e  s e c t i o n  on soc ioeconomic  s t a t u s ,  t h e  f a m i l i e s  
o f  S t a y e r s ,  w e re ,  on t h e  whole ,  much more upward ly  mobile  t h a n  t h o s e  
o f  L e a v e r s .  Thus t h e  p resence  o f  a d e v e lo p m e n t a l l y  d i s a b l e d  c h i l d  
p o s e s  a t h r e a t  t o  g o a l s  of  economic and s o c i a l  advancement .  What i s  
p a r t i c u l a r l y  n o t e w o r t h y  with r e g a r d  to  c i r c u m s t a n c e s  o f  a d m i s s i o n ,  is  
t h a t  medical  p rob lem s  were no t  a c h i e f  c o m p la in t  of  e i t h e r  p o p u l a t i o n .  
From o t h e r  r e p o r t s  in  the  l i t e r a t u r e ,  t h i s  i s  n o t  u n usua l .
F e a t h e r s t o n e  (1980)  p o i n t s  ou t  t h a t  i t  i s  n o t  t h e  medical  prob lems j>er 
se  t h a t  a r e  d i f f i c u l t ;  i t  i s  t h e  f a c t  t h a t  a c h i l d  w i th  more s e v e r e  
p rob le m s  in f u n c t i o n i n g  t ak e s  so much of  p a r e n t s '  t ime away from t h e i r  
o t h e r  c h i l d r e n  t h a t  c a u se s  f a m i l i e s  t o  c o n s i d e r  i n s t i t u t i o n a l i z a t i o n  
as  a n e c e s s a r y  a l t e r n a t i v e  t o  home c a r e  when no o t h e r  community c a re  
e x i s t s .  A s u b s t a n t i a l  p r o p o r t i o n  o f  each g roup  d id  complain t h a t  
l o c a l  e d u c a t io n  was n o t  a v a i l a b l e  f o r  t h e i r  c h i l d r e n .
F i g u r e  3 .1
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Region
F i g u r e  3.1 shows t h e  S t a t e  o f  New Hampshire as  i t  i s  d i v i d e d  
i n t o  12 r e g i o n s  by t h e  s e r v i c e  d e l i v e r y  system o f  t h e  D i v i s i o n  o f  
Mental H e a l t h  and Developmental  S e r v i c e s .  G e n e r a l l y  s p e a k i n g ,  Le a ve r s  
tended  t o  come from r e g i o n s  3, 7 ,  and 10, i . e . ,  a r e a s  around L a c o n i a ,  
M a nche s te r ,  D e r ry ,  Sa lem , and P l a i s t o w ,  what can be c o n s i d e r e d  t h e  
c e n t r a l  and s o u th w e s t e rn  r e g i o n s  o f  t h e  s t a t e .  S t a y e r s  t ended  t o  come 
from t h e  s o u t h  and t h e  s o u t h w e s t e r n  r e g i o n s ,  around t h e  towns of  
Manches ter  (Region 7 ) ,  Nashua (Region 6) and Keene,  G r e e n f i e l d ,  and 
P e t e r b o r o u g h  (Region 5) which a r e  c e n t e r s  o f  small  b u s i n e s s e s  and 
i n d u s t r y .
Fam ily  C h a r a c t e r i s t i c s  
The d a t a  f o r  d e s c r i b i n g  t h e  c h a r a c t e r i s t i c s  o f  p a r t i c i p a t i n g  
f a m i l i e s  o f  Leavers  were  o b t a i n e d  th ro u g h  t h e  combined r e p o r t s  of  
p a r e n t s ,  c a s e  managers  and s e r v i c e  p r o v i d e r s ,  and Lacon ia  S t a t e  School  
r e c o r d s .  When t h e r e  w e re  d i s c r e p a n c i e s  among t h e s e  s o u r c e s ,  p a r e n t s '  
r e p o r t s  w e r e  f av o r e d  e x c e p t  in i n s t a n c e s  of  c h r o n o l o g i c a l  i n f o r m a t i o n ,  
wherein w r i t t e n  documents  took p r e c e d e n c e  ove r  human memory. For 
example,  f a t h e r s '  o c c u p a t i o n  r e p o r t e d  t o  t h e  i n t a k e  worker  a t  t h e  t ime  
o f  t h e i r  c h i l d r e n ' s  a d m i s s io n  t o  LSS was deemed more a c c u r a t e  t h a n  t h e  
p a r e n t ' s  r e c a l l  in an i n t e r v i e w .
Socioeconom ic  S t a tu s
S t r a u s  and Urban (1978)  have a rgued  t h a t  f a m i l y  SES i s  
i n c r e a s i n g l y  a f f e c t e d  by women's p a r t i c i p a t i o n  i n  i n s t i t u t i o n s  o f  
h ighe r  l e a r n i n g ,  t h e  p r o f e s s i o n s ,  a s  we l l  a s  in  t h e  l a b o r  f o r c e .
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They s t a t e :
[T ]he  t r a d i t i o n a l  p r a c t i c e  o f  c o n t r o l l i n g  f o r  soc ioeconomic  
s t a t u s  by u s in g  o n l y  t h e  SES o f  t h e  male  b readw in ner  i s  
i n a p p r o p r i a t e  f o r  a m a j o r i t y  o f  dependen t  v a r i a b l e s .  In 
some c a s e s  i t  i s  t h e  h u s b a n d ' s  and in  some ca se  t h e  w i f e ' s  
c h a r a c t e r i s t i c s  which a r e  most  p r e d i c t i v e  o f  v a r i a t i o n  in  
s o c i a l  phenomena. Given t h i s  knowledge ,  t h e  s u p e r i o r  method 
o f  c o n t r o l l i n g  f o r  f a m i ly  soc io econom ic  s t a t u s  In v o lv e s  
t r e a t i n g  husband and wi fe  SES as  s e p a r a t e  v a r i a b l e s  e n t e r e d  
s i m u l t a n e o u s l y  i n t o  a r e g r e s s i o n  a n a l y s i s .
On t h e  b a s i s  o f  t h i s  a rgum ent ,  i t  was de c id e d  t h a t  a t  l e a s t  in 
i n i t i a l  a n a l y s e s ,  m easu res  o f  bo th  h u s b a n d s '  and w iv e s '  SES s c o re s  
would be i n c l u d e d .  The Nam-Powers Socioeconomic S t a t u s  Score  based on 
th e  1970 U.S. Census code was used t o  o b t a i n  a measure o f  so c io e c o n o ­
mic s t a t u s  f o r  t h e  two samples  ( M i l l e r ,  1 9 8 3 :2 9 0 -3 0 0 ) .  Th i s  was cho­
sen ov e r  t h e  more commonly used Duncan Socioeconomic S t a t u s  Index 
because  t h e  Nam-Powers s c a l e  a s s i g n s  a s e p a r a t e  s c o r e  f o r  men and f o r  
women in t h e  same o c c u p a t i o n ,  t h e r e b y  p r o v i d i n g  a b u i l t - i n  weighted 
p r e s t i g e  d i f f e r e n t i a l .  F a t h e r s '  and m o t h e r s '  o c c u p a t i o n s  a t  the  t ime 
o f  t h e  c h i l d r e n ' s  a d m is s io n  and a t  t h e  t im e  o f  f i r s t  community p l a c e ­
ment o r  ( i n  t h e  c a se  o f  S t a y e r s )  a t  t h e  2 1 s t  b i r t h d a y  were o b t a i n e d  
( se e  S e c t i o n  B o f  Appendix C) and th e n  a s s i g n e d  t h e  a p p r o p r i a t e  
Nam-Powers s c o r e .
M o th e r s '  work p r o f i l e s  d i f f e r e d  d r a m a t i c a l l y  from t h o s e  of  
f a t h e r s .  During t h e i r  c h i l d r e n ' s  a d m is s ion  and f i r s t  community p l a c e ­
m en t ,  few m others  were engaged in  g a i n f u l  employment .  T h e r e f o r e ,  in 
o r d e r  t o  g e t  a b e t t e r  p i c t u r e  o f  t h e i r  o c c u p a t i o n a l  s t a t u s ,  i t  was 
n e c e s s a r y  t o  look a t  t h e i r  employment b e f o r e  m a r r i a g e  and t h e i r  most 
r e c e n t  o c c u p a t i o n .
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Table  3 .6 a  Soc ioeconomic C h a r a c t e r i s t i c s  o f  Leavers  and S t a y e r s
— — ■— ■■ i m i r m n T M T T B — m m m — w t w
Nam-Powers O c c upa t iona l  S t a t u s  Score  
F a t h e r s '  Score  M o t h e r ' s  Score
Sample Admission
F i r s t  
Placement  





Leavers 4 5 .3 52.3 42 .1 4 2 .9
SD-26.3 SD=25.2 SD=27.8 SD=28.2
(n=63) (n=50) (n=50) (n=48)
S t a y e r s 58 .6 60 .5 4 9 .3 51 .0
SD=2l SD=23.8 SD=21.3 SD=26.7
(n*24) ( n = l l ) (n*21) <n=24)
Key t o  Nam-Powers S t a t u s  S c o r e s :  1-24 ,  Low: b a b y s i t t e r s ,  d i s h w a s h e r s ,
f a c t o r y  w o r k e r s ;  25 -49 ,  Medium-Low: T r u c k e r s ,  c a r p e n t e r s ,
c a s h i e r s ;  50 -70 ,  Medium-High: Small b u s i n e s s ,  owners ,  m anagers ,  
c l e r i c a l ;  71 -100 ,  High:  T e a ch e r s ,  a c c o u n t a n t s ,  a d m i n i s t r a t o r s ,  
t e c h n i c i a n s .
Tab le  3 .6b  Socioeconomic C h a r a c t e r i s t i c s  by S t a t u s  C a t e g o r i e s
F a t h e r s '  S t a t u s  M others '  S t a t u s
S t a t u s  Ca tegory  Admis 'n  1 s t  Placement  M arr ia ge  Recen t
A. L e a v e r s
(n=63) (n=50) (n=50) (n=48)
Low 27.  OX 20X 40X 3 7 . 5X
Medium-Low 2 0 . 7X 16X 26X 2 1 . OX
Medium-High 43.  OX 46X 6X 1 6 . 8X
High 9.6X 18X 28X 2 5 . IX
B. S t a y e r s
(n=24) ( n = l l ) (n=21) (n=24)
Low 4.2X 9. IX 1 4 . 3X 1 6 . 6X
Medium-Low 3 7 . 5X 27.3X 1 4 . 3X 1 6 . 6X
Medium-High 3 7 . 5X 2 7 . 3X 1 9 . 2X 8.4X
High 2 5 . 2X 3 6 . 3X 23.8X 3 7 . 5X
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In c a s e s  where a p a r t i c u l a r  o c c u p a t io n  d i d  not  a ppear  on th e  
Census l i s t  o f  o c c u p a t i o n s ,  H o l l i n g s h e a d ' s  Two F a c t o r  Index ( M i l l e r ,  
1983:303-308)  was used to  d e t e r m i n e  the  r e l a t i v e  p o s i t i o n  o f  t h e  occu­
p a t i o n  which was t h e n  i n t e r p o l a t e d .  In some c a s e s  ambigu i ty  n e c e s s i ­
t a t e d  the  datum be coded m i s s i n g ;  in ca ses  o f  r e t i r e m e n t  o r  unemploy­
m e n t ,  no s c o r e  was a s s ig n e d  and was coded " n o t  a p p l i c a b l e . "  In g e n e ra l  
t e r m s ,  the  Nam-Powers S t a t u s  S c o re  ranges from 1 t o  100 and can be 
d i v i d e d ,  f o r  p r a c t i c a l  u n d e r s t a n d i n g ,  In to  t h e  c a t e g o r i e s  shown in 
T a b l e  3 .6 a .
G e n e r a l l y ,  bo th  p o p u l a t i o n s  can be c o n s i d e r e d  upwardly m o b i l e .  
By comparing t h e  f a t h e r s '  o c c u p a t i o n  at t h e  t i m e  o f  t h e i r  c h i l d r e n ' s  
adm iss io n  w i th  t h e i r  o c c u p a t io n  a t  the  t ime o f  t h e  c h i l d r e n ' s  f i r s t  
community p l a c e m e n t ,  we found t h a t  o c c u p a t io n a l  s t a t u s  s c o r e s  r o s e .
The average Nam-Powers s c o re  i n c r e a s e d  7 .0  p o i n t s  f o r  Leavers  ( t = l .31;  
p £ . 1 0 ,  d f =111) and  1 .9  p o i n t s  f o r  S t a y e r s .
Since t h e  number of  m o th e r s  working a t  t h e  t ime o f  t h e i r  
c h i l d r e n ' s  a d m i s s i o n  o r  a t  p lac e m e n t  were few,  we c o n s id e r e d  t h e i r  
s c o r e s  b e fo re  m a r r i a g e  and t h e i r  most r e c e n t  o c c u p a t i o n  as a means of  
comparing t h e  m o t h e r ' s  c o n t r i b u t i o n  t o  t h e  f a m i l y ' s  s t a t u s .
C o n s i s t e n t  w i th  h u s b a n d s 1 s c o r e s ,  wives of  S t a y e r s ,  on t h e  a v e r a g e ,  
had h igher  s c o r e s  t h a n  did w ives  o f  Le a ver s .  T a b l e  3 .6b  shows t h e  
p r o p o r t i o n  of  p a r e n t s  in each  o f  f o u r  o c c u p a t i o n a l  c a t e g o r i e s .  At 
a d m i s s io n ,  a s i g n i f i c a n t l y  l a r g e r  p r o p o r t i o n  o f  S t a y e r s '  f a t h e r s  a r e  
i n  t h e  medium-high and high c a t e g o r i e s  than  f a t h e r s  o f  Leavers  
( t = 2 . 2 1 ;  p< .0 3 ;  d f * 8 5 ) .  All o t h e r  comparisons were s u g g e s t i v e  o f  
S t a y e r s '  h i g h e r  s t a t u s  but  were n o t  s t a t i s t i c a l l y  s i g n i f i c a n t  ( u s i n g  
s t u d e n t ' s  t ) .
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Table  3 .7  H ighe s t  Level o f  P a r e n t s '  Educa t ion  a t  t h e  Time o f  
C h i l d r e n ' s  Admission ( P e r c e n t a g e s )
L e a v e r s '  S t a y e r s '
Educ a t ion  F a t h e r s  Mothers  F a t h e r s  Mothers
At Admission_____________ (n»65)  (n»64)_________ (n»24)  (n=25)
1 Some Grade School 9 .2 9 . 4 - -
2 Completed Gr .  School 12.3 7 . 8 4 .2 4 . 0
3 Some High School 16 .9 28 .1 16.7 3 2 .0
4 Completed H.S. 2 4 .6 34 .4 29 .2 3 2 .0
5 Some C o l l e g e  or  
T r a i n i n g 29 .2 14.1 25 .0 2 8 . 0
6 Completed C o l l eg e 1 .5 4 .7 16.7 4 . 0
7 Some G ra dua te  School 1.7 1 .6 4 .2 -
8 G ra dua te  Degree 4 . 6 - 4 .2 -
1 = 3 .9 7 = 3 .6 7 = 4 .6 7 = 3 . 9
SD=1.7 SD=1.3 SD=1.4 SD=1.0
E duca t ion
The m a j o r i t y  o f  L e a v e r s '  f a t h e r s  comple ted  high  school* 
i n c l u d i n g  a s u b s t a n t i a l  p r o p o r t i o n  who a t t e n d e d  c o l l e g e  by t h e  t im e  
t h e i r  c h i l d r e n  were  a d m i t t e d  t o  LSS. The d a t a  f rom t h e  S t a y e r s  s u b ­
sample s u g g e s t e d  t h a t  t h e s e  f a m i l i e s  were g e n e r a l l y  b e t t e r  e d u c a t e d  
than  t h e  f a m i l i e s  o f  L e a v e r s .  S t a y e r s '  f a t h e r s  and mothe rs  t e n d e d  t o  
have a t  l e a s t  some c o l l e g e  e x p e r i e n c e  w i th  a g r e a t e r  p e r c e n t a g e  
c o m p le t in g  c o l l e g e  t h a n  L e a v e r s '  p a r e n t s .  C o n s i s t e n t  w i th  t h e s e  f i n ­
d ings  i s  t h e  f a c t  t h a t  t h i s  group a l s o  was com pr i sed  o f  more p r o ­
f e s s i o n a l s ,  a c c o r d i n g  t o  t h e i r  Nam-Powers S c o r e s .
The n a t i o n a l  a v e ra g e  in  1970 f o r  a l l  w h i t e  p e r s o n s  25 y e a r s  o f  
age o r  o l d e r  f o r  c o m p le t in g  h ig h  schoo l  was 54.5% (U.S .  Bureau o f  t h e
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Census,  1985: Tab le  2 1 9 ) .  The samples  in  t h i s  s t u d y  a r e  somewhat 
above t h e  n a t i o n a l  a v e r a g e ,  excep t  f o r  L e a v e r s '  m o th e r s  who a r e  about  
12X below t h e  n a t i o n a l  a v e r a g e .  Of L e a v e r s '  f a t h e r s ,  61.6% completed 
high  schoo l  by t h e i r  c h i l d r e n ' s  f i r s t  a d m is s io n ,  and 7 9 . 3X o f  S t a y e r s '  
f a t h e r s  had comple ted  h ig h  s c h o o l .
R e l ig ion
Of t h e  56 L e a v e r s '  f a m i l i e s  who answered o u r  q u e s t i o n s  about  
r e l i g i o n  ( s e e  q u e s t i o n s  2 8 -3 0  in  Appendix C), o n ly  one f a m i l y  s a id  
t h e y  had no r e l i g i o u s  a f f i l i a t i o n ;  h a l f  o f  t h e  sample  i d e n t i f i e d  them­
s e l v e s  as  Roman C a t h o l i c  w h i l e  t h e  r e s t  i d e n t i f i e d  w i th  a s p e c i f i c  
s e c t  of  P r o t e s t a n t i s m  ( C o n g r e g a t i o n a l ,  B a p t i s t ,  and E v a n g e l i c a l  
compr is ing  t h e  l a r g e s t  g r o u p s ) .  We a s k e d ,  "How i m p o r t a n t  i s  your  
r e l i g i o n  t o  you?"  and a b o u t  f r e q u e n c y  o f  a t t e n d a n c e .  To t h e  f i r s t  
q u e s t i o n ,  65.5% responded  t h a t  t h e i r  f a i t h  was e i t h e r  v e ry  o r  e x t r e ­
mely i m p o r t a n t .  Ano ther  3 2 . 8X r e p o r t e d  a t t e n d i n g  s e r v i c e s  once a week 
and 8.6X r e p o r t e d  a t t e n d i n g  two or  more t im es  a week.  The m a j o r i t y  
(51.8%) a t t e n d  a few t i m e s  o r  l e s s  p e r  y e a r .
S t a y e r s  (n=25)  was compr ised o f  33.3% Roman C a t h o l i c s  and 37.5% 
P r o t e s t a n t s  ( C o n g r e g a t i o n a l  and M e th o d i s t  be ing  t h e  l a r g e s t  s e c t s  
r e p r e s e n t e d ) .  S ix  p e r s o n s  ( abou t  25X) r e p o r t e d  a f f i l i a t i o n  w i th  
s m a l l e r  P r o t e s t a n t  s e c t s  such  as  Seven th  Day A d v e n t i s t s ,  o r  s imply 
"Born Again C h r i s t i a n ; "  one  pe rson  ( 4 . IX) was a f f i l i a t e d  w i t h  Juda ism .  
S i m i l a r  t o  L e a v e r s ,  t w o - t h i r d s  of  S t a y e r s  s t a t e d  t h a t  t h e i r  r e l i g i o n  
was ve ry  o r  e x t r e m e l y  i m p o r t a n t ,  w i th  4 1 . 7X a t t e n d i n g  s e r v i c e s  a t  
l e a s t  once a week and 3 7 . 5X a t t e n d i n g  o n l y  a few t i m e s  o r  l e s s  a y e a r .  
Census d a t a  f o r  New Hampshire  r e s i d e n t s  ( f o r  1980) show t h a t  4 4 . 2X 
were C h r i s t i a n  church a d h e r e n t s  ( t h i s  i n c l u d e s  bo th  P r o t e s t a n t s  and
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C a t h o l i c s )  w i th  0.6% i d e n t i f y i n g  th em s e lv e s  as  Jewish (U.S.  Bureau of  
t h e  Census ,  1985: T a b le  78 ) .  G a l lu p  p o l l  r e s u l t s  o f  1984 f o r  the  
United  S t a t e s  show t h a t  39% o f  t h e  White p o p u l a t i o n  18 y e a r s  o r  o l d e r  
a t t e n d e d  s e r v i c e s  w i t h i n  seven days  o f  t h e  p o l l .  These compar isons  
s u g g e s t  t h a t  t h e  i n f o r m a n t s  f o r  t h i s  s tu d y  a r e  s i g n i f i c a n t l y  more 
in v o lv e d  in  r e l i g i o n  th a n  t h e  p o p u l a t i o n - a t - l a r g e  and t h a t  t h i s  i s  
e s p e c i a l l y  t r u e  o f  S t a y e r s '  f a m i l i e s .
Race and E t h n i c i t y
As i s  t y p i c a l  o f  New Hampshire ,  the  f a m i l i e s  were r a c i a l l y  
homogeneous. S e v e n t y - f o u r  per  c e n t  and 15.5% o f  L e a v e r s '  p a r e n t s  
c o n s i d e r e d  th em s e lv e s  w h i te  Americans or  o f  F rench  Canadian o r  French 
o r i g i n ,  r e s p e c t i v e l y .  S t a y e r s '  p a r e n t s  c o n s i s t e d  of  70.8% w h i t e  
Americans w i th  a n o th e r  20.9% c l a i m i n g  French Canadian or  F rench  id e n ­
t i f i c a t i o n .  However, i f  one e s t i m a t e s  French o r i g i n  by e xam in ing  th e  
surnames o f  t h e  93 f a m i l i e s ,  37% emerges as  t h e  more l i k e l y  f i g u r e  f o r  
d e s c r i b i n g  t h e  p a r t i c i p a n t s .  The u n d e r e s t i m a t e  i s  most p r o b a b l y  due 
t o  d i s c l a i m e r s  on t h e  p a r t  of  f a m i l i e s ,  a p r a c t i c e  wi th  a l o n g  h i s t o r y  
in  New Hampshire .
As p a r t  of  t h e i r  d e s i r e  t o  a s s i m i l a t e  c o m p l e t e l y  i n t o  t h e  domi­
n a n t  c u l t u r e ,  having  e x p e r i e n c e d  p r e j u d i c e  and o t h e r  b a r r i e r s  t o  
upward m o b i l i t y ,  F ranco-Americans  have adap ted  E ng l i s h  as t h e i r  
l a n g u a g e ,  i n t e r - m a r r i e d  wi th  n o n - F r e n c h - s p e a k i n g  peop le s  and abandoned 
t h e i r  s e p a r a t i s t  o r i e n t a t i o n  known as  " s u r v i v a n c e "  (Samson,  1982) .
I t  i s  t h e r e f o r e  not  s u r p r i s i n g  t h a t  t h e  p a r e n t s  in  t h i s  s t u d y  id e n ­
t i f i e d  t h e m s e lv e s  as  "White Americans"  even though  t h e i r  p a r e n t s  o r  
g r a n d p a r e n t s  were o f  French e x t r a c t i o n .
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What i s  i m p o r t a n t  he re  i s  t h a t ,  d e s p i t e  a s s i m i l a t i o n  o f  t h e  p a r ­
t i c i p a n t s  in t h i s  s t u d y ,  e t h n i c  i n f l u e n c e s  may no t  have been t o t a l l y  
d i s s i p a t e d  wi th  r e s p e c t  t o  k i n s h i p .  E th n ic  t i e s  a re  e x t r e m e l y  impor­
t a n t .  T o e n n ie s '  c o n c e p t  of  Gemeinschaf t  i s  t h e  term f o r  t h e  sh a re d  
meanings  and u n d e r s t a n d i n g  t h a t  come wi th  t h e  t e r r i t o r y  o f  e t h n i c  
i d e n t i t y  w i th  i t s  common l a n g u a g e ,  cus to m s ,  t r a d i t i o n s ,  and r e l i g i o u s  
b e l i e f s  (T o e n n ie s ,  1 9 6 1 ) .  Even among a s s i m i l a t e d  p e r s o n s ,  t h e  sh a re d  
h e r i t a g e  remains t h e m a t i c  in t h e i r  l i v e s .
Because o f  t h e  l i m i t e d  d a t a  a d d r e s s i n g  t h i s  i s s u e - - I  d id  not  
ask q u e s t i o n s  which would p r o p e r l y  measure dep th  o f  e t h n i c  i d e n t i t y  or  
e t h n i c  t h e m e s — I can o n l y  s p e c u l a t e  as t o  t h e  Franco-American  i n f l u e n ­
ces  which may have c o n t r i b u t e d  t o  a s e nse  o f  f e l t  o b l i g a t i o n  b in d in g  
t h e  k in  ne tworks  t o g e t h e r .  However, o t h e r  s t u d i e s  o f  Franco-Americans  
in  New England have r e p o r t e d  t h e  s t r e n g t h  o f  f a m i ly  t i e s  and o b l i g a ­
t i o n s  which lend  c r e d e n c e  to  t h e  a ssum pt io n  I am making r e g a r d i n g  kin 
s u p p o r t  p a t t e r n s .  B r a u l t ,  f o r  example ,  o b s e r v e s :
O f t en  i t  i s  s a i d  t h a t  t h e  t h i r d  g e n e r a t i o n  in  America— th e  
g r a n d c h i l d r e n  o f  im m ig ra n ts— c u l t i v a t e s  an e t h n i c  i d e n t i t y  
t h a t  t h e  second g e n e r a t i o n  was e a g e r  t o  l o s e .  Th i s  h o ld s  
t r u e  f o r  many F r a n c o - A m e r i c a n s .  For some, e t h n i c  v a l u e s  a r e  
an a n t i d o t e  t o  a l i e n a t i o n ,  p r e o c c u p a t i o n  w i th  consumer 
g o o d s ,  d r u g s ,  s e x ,  t e c h n o l o g y ,  o r  o t h e r  i l l s  t h a t  a f f e c t  
modern s o c i e t y .  Many d i s c o v e r  f o r  t h e  f i r s t  t ime what  i t  
means t o  be long  when they  beg in  t o  f r e q u e n t  Franco-American  
c i r c l e s ,  a t t e n d  f a m i l y  g a t h e r i n g s  in New England o r  French 
Canada ,  o r  l e a r n  o f  t h e  h a r d s h i p s  and i n d i g n i t i e s  e x p e r i e n c e d  
by t h e i r  p a r e n t s  o r  a n c e s t o r s .
F ranco -A m er icans  who approach  t h e i r  e t h n i c i t y  s e l e c t i v e l y  
a r e  a n o t h e r  r e c e n t  phenomenon. G en u in e ly  i n t e r e s t e d  in  
c e r t a i n  e l e m en t s  o f  t h e i r  h e r i t a g e  . . . t h e y  may pay 
l i t t l e  o r  no a t t e n t i o n  t o  o t h e r  f a c e t s  o f  t h e i r  c u l t u r e ,  
in  p a r t i c u l a r  t h e  French language  and t h e  C a t h o l i c  f a i t h .
In fo rmed  o b s e r v e r s  p o i n t  ou t  t h a t  o t h e r  American e t h n i c  
g r o u p s —f o r  e x a m p le ,  Greeks and Jews—have a h i g h l y  deve loped  
s e n s e  o f  p r i d e  o r  s o l i d a r i t y  t h a t  does n o t  n e c e s s a r i l y
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depend on t h e  language  l o y a l t y  o r  r e l i g i o u s  a f f i l i a t i o n .  
Franco-Am er icans  may r e j e c t  many o f  t h e  v a lu e s  t h e  group 
h o l d s  d e a r  y e t  c o n t i n u e  t o  e x h i b i t  a s t r o n g  a t t a c h m e n t  t o  
t h e  m i l i e u  from which t h e y  spralng o r  t o  t h e i r  F rench-C anad ian  
f o r e b e a r s . . . .  [ T j h i s  k ind  o f  awareness  o r  i d e n t i f i c a t i o n  
w i th  t h e  Franco-American  group  shou ld  n o t  be d i s m i s s e d  as 
token  o r  sym bol ic  e t h n i c i t y .  ( B r a u l t ,  1 9 8 6 :1 5 9 -1 6 0 . )
Rura l  L iv ing
Another  f e a t u r e  t h a t  may c o n t r i b u t e  t o  s t r o n g  k i n s h i p  t i e s  
w i t h i n  t h i s  sample  i s  t h e  f a c t  t h a t  New Hampshire  has  much o f  i t s  
p o p u l a t i o n  s t i l l  l i v i n g  in  smal l  towns .  I t  may be s p e c u l a t e d  t h a t  t h e  
p a r t i c i p a t i n g  f a m i l i e s  in  t h i s  s t u d y  have s t r o n g e r  f a m i l i a l  bonds than  
i n  o t h e r  p a r t s  o f  t h e  n a t i o n  b e c au s e  t h e y  l i v e  in  New Hampshire ,  which 
i s  compri sed o f  smal l  towns t h a t  a r e  r a c i a l l y  homogeneous and o f t e n  
c o n t a i n  s e v e r a l  g e n e r a t i o n s  o f  f a m i l i e s  w i t h i n  them. These e t h n i c  and 
g e o p o l i t i c a l  f e a t u r e s ,  in  t u r n ,  make f o r  a c l i m a t e  o f  G em einschaf t  as  
opposed  t o  t h e  G e s e l l s c h a f t  o f  more urban e n v i r o n m e n t s .  We s h a l l  s e e  
i n  Chap te r  5 ,  t h a t  t h e  m a j o r i t y  o f  t h e  f a m i l i e s  in  t h i s  s t u d y  c l a i m  
t h e i r  k in  t o  be s u p p o r t i v e  w i t h  r e g a r d  t o  t h e i r  d e v e lo p m e n t a l l y  
d i s a b l e d  c h i l d r e n .  However, we w i l l  look more c l o s e l y  a t  t h e  c o r r e l a ­
t e s  o f  t h i s  s u p p o r t  t o  s e e  which f a m i ly  and c h i l d  c h a r a c t e r i s t i c s  may 
i n h i b i t  o r  s t i m u l a t e  t h i s  s u p p o r t .
Fam ily  S i z e
The a v e r a g e  househo ld  i s  compr ised o f  two n a t u r a l  p a r e n t s ,  t h e  
c h i l d  in  our  s t u d y ,  and t h r e e  o t h e r  s i b l i n g s .  These f a m i l i e s  a r e  
t w i c e  t h e  s i z e  o f  t h e  n a t i o n a l  a v e ra g e  r e p o r t e d  in  1970,  when 17.7% o f  
w h i t e  f a m i l i e s  had two c h i l d r e n ;  10.5% had t h r e e  c h i l d r e n ;  and o n l y  
8.8% had f o u r  o r  more c h i l d r e n  (U.S.  Bureau o f  t h e  Census ,  1986:  Tab le  
6 4 ) .  Of L e a v e r s '  f a m i l i e s ,  30% had f o u r  o r  more c h i l d r e n ;  and 41% of  
S t a y e r s '  f a m i l i e s  had f o u r  o r  more c h i l d r e n .
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Of t h e  58 L e a v e r s '  f a m i l i e s  who answered  t h i s  q u e s t i o n ,  twelve  
r e p o r t e d  t h a t  t h e y  had a t  l e a s t  one o t h e r  d e v e lo p m e n t a l l y  d i s a b l e d  
c h i l d  b e s i d e s  t h e  one in our  s t u d y .  There were t h r e e  f a m i l i e s  who had 
2 ,  3 ,  and 4 d i s a b l e d  c h i l d r e n ,  r e s p e c t i v e l y ,  i n  a d d i t i o n  t o  t h e  one in 
o u r  s t u d y .  Of S t a y e r s '  f a m i l i e s  (n=25) ,  two p a r e n t s  r e p o r t e d  th e y  had 
one o t h e r  d i s a b l e d  c h i l d  who a l s o  went t o  LSS.
Summary
Our p a r t i c i p a t i n g  f a m i l i e s  t y p i c a l l y  c o n s i s t e d  o f  2 n a t u r a l  
p a r e n t s ,  f o u r  c h i l d r e n ,  one o f  whom was deve lopm enta l  l y  d i s a b l e d  and 
had s p e n t  s e v e r a l  y e a r s  a t  L a c o n ia  S t a t e  S c h o o l .  The f a m i l i e s  were o f  
w e s t e r n  European s t o c k ,  e d u c a t e d ,  upwardly m o b i l e ,  with f a i r l y  s t ro n g  
r e l i g i o u s  i d e a l s .  I t  was s p e c u l a t e d  t h a t  as much as a t h i r d  o f  a l l  
t h e  f a m i l i e s  in  t h i s  s tu d y  may be F ranco-American  and t h a t  t h e s e  e t h ­
n i c  t i e s  in c o m b in a t io n  w i th  sm a l l - tow n  l i v i n g ,  may a l s o  p l a y  a p a r t  
in  s t r e n g t h e n i n g  k in  s u p p o r t .
Though o v e r a l l ,  t he  g roups  were q u i t e  s i m i l a r ,  L e a v e r s  had a 
g r e a t e r  p r o p o r t i o n  o f  l e s s  r e t a r d e d  i n d i v i d u a l s  than  t h e  S t a y e r s  who 
a l s o  had somewhat more major  medica l  c o n d i t i o n s .  A major  d i f f e r e n c e  
between t h e  s a m p l e s ,  which has  s i g n i f i c a n c e  f o r  our  e x a m i n a t i o n  of  
p a r e n t a l  a t t i t u d e s  toward d e i n s t i t u t i o n a l i z a t i o n ,  i s  t h e  f a c t  t h a t ,  in 
g e n e r a l ,  S t a y e r s  e n t e r e d  LSS f i v e  y e a r s  e a r l i e r  th a n  L e a v e r s .
I b e l i e v e  i t  can j u s t i f i a b l y  be s a i d  t h a t  t h e  two g r o u p s ,  of  
L e a v e r s  and S t a y e r s ,  were more s i m i l a r  than  d i f f e r e n t  w i th  r e g a r d  t o  
b e h a v i o r a l  and m ed ica l  c h a r a c t e r i s t i c s .  T h i s  comparison  was made in 
o r d e r  t o  p r e p a r e  t h e  r e a d e r  f o r  t h e  argum ents  p r e s e n t e d  in  t h e
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f o l l o w i n g  c h a p t e r .  In  C hap te r  4 ,  I w i l l  show t h a t  d e i n s t i t u t i o n a l i z a  
t i o n  has  had more t o  do w i th  c i v i c  a t t i t u d e s  p e r v a s i v e  in  a g iv en  
h i s t o r i c a l  p e r io d  t h a n  w i th  t h e  c h i l d r e n ' s  d i a g n o s t i c  c a t e g o r i e s  o r  





In t h i s  c h a p t e r ,  t h e  many I s s u e s  t h a t  p a r e n t s  f ac e d  in  s e e k i n g  
a d m i s s io n  o f  t h e i r  c h i l d r e n  t o  Laconia  S t a t e  School  and T r a i n i n g  
C e n t e r  (LSS), in  d e a l i n g  w i t h  i n s t i t u t i o n a l  r e s i d e n c e ,  and in 
c o n f r o n t i n g  t h e  d e i n s t i t u t i o n a l i z a t i o n  p r o c e s s  and community pl acement  
w i l l  be d i s c u s s e d .  I t  i s  t h e  purpose h e r e  t o  no t  o n ly  d e s c r i b e  
r e s p o n s e  p a t t e r n s  and a t t i t u d e s ,  but  t o  b r i n g  t o  l i g h t  the  impact  o f  
h i s t o r i c a l  c o n t e x t  on p a r e n t s '  concerns  as  t h e y  a r o s e .  M allo ry  has 
o b s e r v e d :
Although p a r e n t s  have always f o u g h t  f o r  improved s e r v i c e s  
f o r  t h e i r  h and icapped  c h i l d r e n ,  t h e y  d id  not  t a k e  t h e  l ea d  
in  c a l l n g  f o r  t h e  d e i n s t i t u t i o n a l i z a t i o n  p r o c e s s  t h a t  began 
in  the  1960s .  . . .  In g e n e r a l ,  p a r e n t s  have r e s i s t e d  community 
p lacem en t  o u t  o f  concern  t h a t  t h e i r  c h i l d r e n  would be made t o  
l i v e  in u n s a f e ,  i n a d e q u a te  f a c i l i t i e s  where l a c k  o f  s u p e r v i s i o n  
and e x p l o i t a t i o n  would be more l i k e l y  t o  o c c u r  t h a n  in an 
i n s t i t u t i o n .  P a r e n t s  were a l s o  f e a r f u l  t h a t  t h e y  would be 
r e q u i r e d  t o  assume l e g a l ,  f i n a n c i a l ,  and p s y c h o lo g i c a l  
r e s p o n s i b i l i t y  f o r  t h e i r  c h i l d r e n .  (M a l lo ry  and H e r r i c k ,  1986) .
In l i g h t  o f  the  p a in  and g r i e f  a s s o c i a t e d  w i t h  the  e a r l y  s t a ­
ges  o f  d i a g n o s i s  and i n s t i t u t i o n a l  p l a c e m e n t ,  and t h e  many i n t e r v e n i n g  
y e a r s  when f a m i l i e s  a d j u s t e d  t o  l i v i n g  w i t h o u t  t h e i r  s e v e r e l y  h a n d i ­
c a p p e d  c h i l d ,  t h e  p o s s i b i l i t y  o f  i n v o l u n t a r y  r e i n t e g r a t i o n  o f  t h e  
c h i l d  i n t o  t h e  f a m i l y  was viewed wi th  g r e a t  t r e p i d a t i o n .  As we s h a l l  
s e e  i n  t h e  l a t e r  d i s c u s s i o n ,  t h e  move t o  p l a c e  c h i l d r e n  ou t  o f  LSS was 
n o t  i n i t i a t e d  o r  s u p p o r t e d  by most p a r e n t s  whose c h i l d r e n  l i v e d  t h e r e .  
However ,  we s h a l l  a l s o  see  t h a t  t h e  d r a s t i c  and i n v o l u n t a r y  changes  
t h a t  o c c u r r e d  from 1970 t o  1985 caused s i g n i f i c a n t  changes in  p a r e n t s '
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a t t i t u d e s  toward  community c a r e .  Our d i s c u s s i o n  w i l l  f o c u s  on t h e  
i s s u e s  which make d e i n s t i t u t i o n a l i z a t i o n  so complex.  In a f i n a l  s e c ­
t i o n ,  we w i l l  examine t h e  c o r r e l a t e s  o f  p a r e n t s '  p o s i t i v e  r e s p o n s e  t o  
n o r m a l i z a t i o n  i d e o l o g y .
I n i t i a l  P lacement  D e c i s io n s  
The median admiss io n  y e a r  t o  LSS was 1970 f o r  Leavers  and 1966 
f o r  S t a y e r s .  Even a t  t h e s e  l a t e  d a t e s ,  a l t e r n a t i v e  r e s i d e n t i a l  and 
e d u c a t i o n a l  programs were n o t  a v a i l a b l e  in most  r e g i o n s  o f  t h e  S t a t e  
o f  New Hampshire .  As r e p o r t e d  e l s e w h e r e  ( e . g . ,  S u e l z l e  and Keenan,  
1980 ) ,  p lacemen t  in  t h e  i n s t i t u t i o n  i s  u s u a l l y  a d i f f i c u l t  d e c i s i o n  
f r o u g h t  w i th  g u i l t  and f e e l i n g s  o f  h e l p l e s s n e s s  and f r u s t r a t i o n .  
However, a s u b t l e  d i s t i n c t i o n  emerges  between t h e  two samples  r e g a r d ­
ing  t h i s  d e c i s i o n  p r o c e s s .  P a r e n t s  o f  Leavers  t e n d e d  t o  e n c o u n t e r  
b a r r i e r s  t o  t h e i r  c h i l d ' s  adm is s ion  which t h e y  had t o  overcome,  
whereas  S t a y e r s '  p a r e n t s  were more o f t e n  e ncouraged  a t  t h e  o u t s e t  t o  
i n s t i t u t i o n a l i z e  t h e i r  d i s a b l e d  o f f s p r i n g .  Whereas f o r  t h e  second 
g ro u p ,  t h i s  impe tus  t en d e d  t o  come m o s t l y  f rom p r o f e s s i o n a l s ;  L e a v e r s '  
p a r e n t s  t e n d e d  t o  r e c e i v e  a d v ic e  from o t h e r  f a m i l y  members and n e i g h ­
b o r s ,  as  wel l  as p r o f e s s i o n a l s .  Th is  s u p p o r t s  t h e  o b s e r v a t i o n  t h a t  
S t a y e r s '  f a m i l i e s  were somewhat h i g h e r  in  soc ioeconom ic  s t a t u s ,  which 
c o r r e l a t e s  w i th  a g r e a t e r  r e l i a n c e  upon p r o f e s s i o n a l  i n p u t .  As 
a l r e a d y  o u t l i n e d  in  Chap te r  3 ,  though  S t a y e r s  were somewhat more 
s e v e r e l y  h a n d ic a p p e d ,  l e a d i n g  t o  more f r e q u e n t  c o n t a c t  w i th  a v a r i e t y  
o f  p r o f e s s i o n a l s  and g r e a t e r  l i k e l i h o o d  o f  cons en s u s  c o n c e r n in g  t h e  
d e c i s i o n  t o  i n s t i t u t i o n a l i z e ,  t h e  d e c i s i o n  i t s e l f  has  more t o  do w i t h  
h i s t o r i c a l  c l i m a t e .  Th is  h i s t o r i c a l  c l i m a t e  d i c t a t e s  how d i f f e r e n t  
l e v e l s  o f  h a n d ic a p s  a r e  t r e a t e d  and t h e  s e r v i c e s  a v a i l a b l e .
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The m a j o r i t y  o f  a l l  t h e  p a r t i c i p a t i n g  p a r e n t s  were t h e  ones 
who f i r s t  i n i t i a t e d  admiss ion  o f  t h e i r  c h i l d r e n  t o  LSS. Though f a m i ­
l i e s  o f  Leavers  and S t a y e r s  each  had d i f f i c u l t i e s  w i th  t h e  a dm is s ion  
p r o c e s s ,  t h e r e  were some q u a l i t a t i v e  d i f f e r e n c e s  t h a t  were r e v e a l e d  in 
i n - d e p t h  i n t e r v i e w s .
I t  must  be remembered t h a t ,  in  g e n e r a l ,  L e a v e r s '  p a r e n t s  
a p p l i e d  f o r  t h e i r  c h i l d r e n ' s  adm is s io n  a t  a l a t e r  p o i n t  in  h i s t o r y ,  
when t h e r e  were a l r e a d y  b e g in n in g  t o  be c o n s t r a i n t s  on t h e  c e n s u s  a t  
t h e  S t a t e  Sc hoo l .  F i g u r e  4 .1  shows t h e  d r a m a t i c  d e c l i n e  in t h e  LSS 
c e nsus  o f  c h i l d r e n  f o r  t h e  f i f t e e n  y e a r s  from 1970 t o  1985. Th i s  
graph has  many o t h e r  r e g i o n a l  c o u n t e r p a r t s  and r e f l e c t s  t h e  n a t i o n a l  
t r e n d  (Conroy,  1 9 8 5 a ) .  All t h e  68 Leavers  l e f t  d u r in g  t h i s  p e r i o d .
As c o n s t r a i n t s  i n c r e a s e d ,  in  a c l i m a t e  o f  g r e a t  p u b l i c  c r i t i c i s m ,  
a d m is s ion  t o  t h e  S t a t e  School became i n c r e a s i n g l y  d i f f i c u l t .  By 1970, 
d e i n s t i t u t i o n a l i z a t i o n  had begun.  The school  began t o  r e f u s e  new 
a d m i s s i o n s .  P a r e n t s  had to  p l e a d  a d e s p a r a t e  c a u s e  t o  ga in  t h e i r  
c h i l d r e n ' s  adm is s io n  s i n c e  a l t e r n a t i v e s  t o  t h e  i n s t i t u t i o n  d i d  no t  
e x i s t .
Though bo th  g roups  o f  p a r e n t s  spoke o f  t h e  m o t h e r ' s  co p in g  
r e s o u r c e s  be ing  d e p l e t e d  and o f  t h e  s i g n i f i c a n t  b e h a v io r  p rob lem s  p r e ­
s e n t e d  by t h e i r  c h i l d r e n ,  i t  a p p e a r s  t h a t  L e a v e r s '  p a r e n t s  were more 
l i k e l y  t o  use t h e s e  r e a s o n s  t o  p r e s s  f o r  a d m i s s io n .  One mothe r  
t h r e a t e n e d ,  " I f  you d o n ' t  t a k e  him,  y o u ' l l  have t o  admit  me t o  New 
Hampshire  H o s p i t a l ! "  ( t h e  S t a t e  p s y c h i a t r i c  f a c i l i t y . )  A f a t h e r  
r e p o r t e d ,  " I t  took  n i n e  y e a r s  t o  g e t  Carl  i n t o  LSS f o r  a f o u r  day per  
week,  fou r -m on th  program" [ f o r  t o i l e t i n g  and s e l f - c a r e ] .  Car l  had 
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Figure 4.1 Decline in Population of Children at LSS, 1970-1985
*Based on data for July 1 of each year, both resident and community populations
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h i s  f a t h e r  com pla ined  t o  t h e  c e n t r a l  o f f i c e  in  Concord,  t h e  S t a t e  
c a p i t a l ,  s t a t i n g  t h a t  h i s  w i f e  was "on th e  v e rg e  o f  a breakdown."
At t im e s  ex t rem e  measures  seemed t o  be t h e  on ly  s o l u t i o n .  A 
s u r r o g a t e  mothe r  t o l d  us h e r  cha rge  was abandoned as  an i n f a n t  a t  LSS 
by t h e  c h i l d ' s  f a t h e r  who, a t  t h e  t i m e ,  had become a widower. The 
f a t h e r  sough t  a d m is s io n  on an e v a l u a t i o n  b a s i s  and never  r e t u r n e d .
In c o n t r a s t ,  S t a y e r s '  p a r e n t s  seemed t o  e x p e r i e n c e  p r e s s u r e  
e a r l y  on t o  i n s t i t u t i o n a l i z e  t h e i r  c h i l d r e n .  On t h e  whole ,  t h e i r  
c h i l d r e n  were p l a c e d  a t  LSS a t  an e a r l i e r  p o i n t  in  h i s t o r y  when com­
m u n i t y  pl acement  was b a r e l y  c o n te m p la t e d  in  t h e  p u b l i c  mind.  Doctors  
were  more adamant abou t  i n s t i t u t i o n a l i z i n g  m e n t a l l y  r e t a r d e d  c h i l d r e n .  
" B e t t e r  put  him away. He 's  an i d i o t , "  admonished one p h y s i c i a n .  In 
a n o t h e r  p a i n f u l  r e c o l l e c t i o n ,  a mother  was t o l d  by th e  f a m i l y  d o c t o r ,  
"Get h e r  ou t  o f  t h e  house as f a s t  as you c a n .  What i s  t h e  use  o f  
c u t t i n g  o f f  t h e  puppy d o g ' s  t a i l  by i n c h e s " ?  But even p h y s i c i a n s  
m a n i f e s t e d  d i f f i c u l t y  in a d v i s i n g  p a r e n t s .  A m othe r  t o l d  u s :  "At
f i r s t  t h e  d o c t o r  s a i d ,  'Take him home and love  h i m ' ;  l a t e r  he s a i d ,  
' P u t  him in t h e  S t a t e  S c h o o l . ' "
S ince  L e a v e r s  t ended  t o  be somewhat more a c t i v e  t h a n  t h e i r  
S t a y e r s '  c o u n t e r p a r t s  and e n t e r e d  LSS a t  a l a t e r  p o i n t  in h i s t o r y ,  
r e f l e c t i v e  o f  t h e  am b ig u i ty  o f  t r a n s i t i o n a l  p e r i o d s .  At t h i s  t im e  
m a i n s t r e a m i n g  i d e a s  were t a k i n g  r o o t ,  though n o t  a l l  f a c i l i t i e s  and 
p rogram s  were f u l l y  c a p a b le  o f  implem ent ing  t h e s e  i d e a s ;  L e a v e r s '  
p a r e n t s  r e p o r t e d  t h a t  t h e y  were s u b j e c t  t o  s o c i a l  p r e s s u r e s  f rom 
r e l a t i v e s ,  t e a c h e r s ,  t h e i r  c h i l d r e n ' s  s c h o o lm a te s  and n e i g h b o r s .  One 
p a r e n t s a i d  p r e s s u r e  f rom t e a c h e r s  and t h e  t e a s i n g  o f  s c h o o lm a te s  made 
k e e p i n g  h e r  c h i l d  a t  home i n c r e a s i n g l y  d i f f i c u l t .  In a n o th e r
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i n s t a n c e ,  p a r e n t s  were t o l d  by th e  s c hoo l  d i s t r i c t  t h a t  LSS was the  
" o n l y 11 p l a c e  t h e i r  d a u g h t e r  could be e v a l u a t e d  in  o r d e r  t o  be accep ted  
f o r  any program in t h e  s t a t e .  Another  mother  e x p l a i n e d  t h e  p a i n f u l  
shunn in g  o f  h e r  n e i g h b o r s .  "The townspeop le  were h a t e f u l  t o  h e r .  . . . 
They wanted t o  g e t  r i d  o f  h e r —Vicky was an u n d e s i r a b l e  in t o w n . "
Dennis  was not  l e a r n i n g  in s c h o o l ,  hav ing  s e i z u r e s  and was 
t e a s e d  by o t h e r  s t u d e n t s .  Family members blamed Dennis '  m o th e r  f o r  
h i s  s e i z u r e s  and h i s  p r o b l e m a t i c  b e h a v i o r ,  s a y in g  she s p o i l e d  him when 
she s hou ld  have d i s c i p l i n e d  him. F i n a l l y ,  a woman in her  h u s b a n d ' s  
o f f i c e ,  whose c h i l d  was a t  LSS, s u g g e s t e d  to  D e n n i s '  f a t h e r  t h a t  
Dennis  might  b e n e f i t  f rom placement  t h e r e .
Though in a t h i r d  o f  t h e  c a s e s  o f  L e a v e r s ,  the  p h y s i c i a n  was a 
key f i g u r e  in t h e  a dm is s ion  t o  LSS, o t h e r  f a m i ly  members a l s o
e ncouraged  p a r e n t s  t o  admi t  t h e i r  d i s a b l e d  r e l a t i v e s .  A m o t h e r ,  whose
husband and f a t h e r - i n - l a w  were both e x - r e s i d e n t s  o f  LSS, r e p o r t e d  t h a t
a  c o u s in  had u rged  he r  t o  p l a c e  her  d a u g h t e r .
A m o the r  in t h e  S t a y e r s '  group e x p l a i n e d :  "We p o l l e d  ex tended
f a m i l y  members t o  see  what t h e y  t h o u g h t .  When a p a t e r n a l  a u n t  and her  
husband had a g re e d  t o  keep a l l  t h e  k i d s  ex c ep t  G e ra rd  in c a s e  o f  [o u r ]  
d e a t h —t h a t  was t h e  d e c i d i n g  f a c t o r ! "
At one p o i n t  in h i s t o r y  when t h e r e  were o n l y  two c h o i c e s ,  home 
o r  t h e  i n s t i t u t i o n ,  p a r e n t s  e x p e r i e n c e d  g r e a t  f r u s t r a t i o n .  When one 
m other  c o u ld  no lo n g e r  h a n d le  her  d a u g h t e r  a t  home because o f  t h e  
c h i l d ' s  t e r r i b l e  b e h a v io r  and because  t h e r e  were no o t h e r  p o s s i b i l i ­
t i e s ,  t h e  f a m i l y  p l a c e d  h e r  a t  LSS. The f r u s t r a t i o n ,  however ,  o f  w i t ­
n e s s i n g  h e r  c h i l d ' s  r a p i d  r e g r e s s i o n  f o r c e d  th e  m othe r  to  q u i c k l y  t ake  
h e r  home. " I  had t o  t o i l e t  t r a i n  h e r  a l l  over  a g a i n ! "  she t o l d  us .
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Due t o  t h e  f a c t  t h a t  S t a y e r s  e n t e r e d  LSS e a r l i e r  in New 
H a m p s h i r e ' s  h i s t o r y  o f  s e r v i c e  d e l i v e r y ,  to d a y ,  t h e i r  p a r e n t s  a r e  most 
v u l n e r a b l e  to  f e e l i n g s  o f  g u i l t  f o r  p l a c i n g  t h e i r  c h i l d r e n  in  t h e  
i n s t i t u t i o n .  The c u r r e n t  s o c i a l  c o n t e x t  o f  d e i n s t i t u t i o n a l i z a t i o n  
i d e o l o g y  makes f o r  p a i n f u l  h i n d s i g h t .  Many o f  t h e  mothers  we i n t e r ­
viewed would t e l l  us "We d i d  what t h e  d o c t o r s  t o l d  us t o  do" o r  "There 
were no group homes in  t h o s e  d a y s ! "  One mother  t o l d  me, "Now t h a t  
B e l in d a  [aged 2 4 ]  i s  in t h e  group home, she i s  so  happy .  She has  he r  
own room. . . . She has  p r i v a c y  t h e  way she  n e v e r  d i d  a t  L a c o n i a . "  
There  was a t o n e  o f  r em orse  in  t h e  m o t h e r ' s  v o i c e  t h a t  b e l i e d  t h e  
q u e s t i o n ,  "Why d i d n ' t  t h i s  happen s o o n e r ? ! "
L e a v e r s '  p a r e n t s  p l a c e d  t h e i r  c h i l d r e n  in  LSS a t  a t im e  when 
i n s t i t u t i o n s  were b e g in n in g  t o  be c r i t i c i z e d ,  bu t  a l s o  a t  a t im e  when 
a l t e r n a t i v e s  were no t  y e t  d e v e lo p e d .  For  n e i t h e r  group was t h e  d e c i ­
s io n  t o  seek t h e i r  c h i l d r e n ' s  a dm is s ion  to  LSS an e a s y  one and once 
t h e i r  c h i l d r e n  were  t h e r e ,  i t  was n o t  a lways e a sy  t o  v i s i t .
V i s i t i n g  P a t t e r n s
V i s i t o r s  t o  Lacon ia  S t a t e  School  a r e  r e q u i r e d  t o  r e p o r t  t o  t h e  
a d m i n i s t r a t i o n  b u i l d i n g  b e f o r e  going  t o  t h e  u n i t s  and c o t t a g e s  t o  
v i s i t  r e s i d e n t s .  The v i s i t s  a r e  r e c o r d e d  a t  t h e  t im e  and k e p t  i n  a 
f i l e  s e p a r a t e  f rom t h e  r e s i d e n t s '  m ed ica l  and b e h a v i o r a l  r e c o r d s .
S in c e  v i s i t o r s  a r e  n o t  a lw ays  c o n s i s t e n t l y  i d e n t i f i e d ,  no d i s t i n c t i o n  
was made— in  r e c o r d i n g  d a t a — as  t o  w h e th e r  t h e  v i s i t o r s  were k i n  o r  
o t h e r s ,  though f o r  t h e  most  p a r t ,  t h e y  were r e l a t i v e s ,  a c c o r d i n g  t o  
t h e  r e p o r t s  o f  s t a f f  and p a r e n t s .  In  some I n s t a n c e s  a r e s i d e n t  was 
v i s i t e d  by LSS s t a f f  o r  community s t a f f  p r e p a r i n g  t h e  r e s i d e n t  f o r
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p l a c e m e n t .  These d a t a  g i v e  a rough i n d i c a t i o n  o f  s o c i a l  invo lvem en t  
o f  t h e  c h i l d r e n s '  n e tw o r k s .
T a b l e  4 , 1  Tota l  and Average  Number o f  V i s i t s  Per  Year  by Sample 
  In Comparison w i th  Length o f  S tay  a t  LSS
Leavers
(n=67)
S t a y e r s
(n=21)
A. T o ta l  number o f  v i s i t s -
d u r i n g  s t a y  a t  LSS
Median 18 20
Mean 37 .0 31.7
SD 53.4 30.1
B. Average Year ly  V i s i t s 6 .9 3 .2
C. Average Length o f  S tay
a t  LSS ( y e a r s ) 5 .4 10 .0
T a b le  4 .1  compares  t h e  v i s i t s  r e c e i v e d  by L e a v e r s  and S t a y e r s .  
S t a y e r s ,  when comparing a v e r a g e  y e a r l y  v i s i t s ,  were n o t  v i s i t e d  n e a r l y  
as  o f t e n  as  L e a v e r s .  When we compare means and m ed ians ,  however ,  d i f ­
f e r e n c e s  f rom Leavers  a r e  l e s s  d r a m a t i c .  Most l i k e l y  t h i s  i s  due t o  
t h e  f a c t  t h a t  n e a r l y  a t h i r d  of  t h i s  s m a l l e r  sample o f  S t a y e r s  
i n c l u d e d  i n d i v i d u a l s  whose p a r e n t s  v o l u n t e e r e d  t o  p a r t i c i p a t e  in  t h e  
s t u d y  and in  ge n e ra l  were  more i n t e r e s t e d  i n  t h e i r  c h i l d r e n ,  than  i s  
t y p i c a l  o f  an i n s t i t u t i o n a l i z e d  p o p u l a t i o n  t h a t  i s  o l d e r .  As w i l l  be 
shown in  Chap te r  5,  t h e  m a j o r i t y  o f  t h i s  g roup  o f  S t a y e r s '  p a r e n t s  
r e p o r t e d  t h a t  t h e i r  e x t e n d e d  k in  were e x t r e m e l y  s u p p o r t i v e .  These 
p a r e n t s  o f t e n  s p o n t a n e o u s l y  mentioned t h e i r  r e l a t i v e s  ( e s p e c i a l l y  
g r a n d p a r e n t s )  v i s i t i n g  t h e  d i s a b l e d  c h i l d r e n  a t  t h e  S t a t e  School  as  
e v i d e n c e  o f  s u p p o r t .  (S e e  Chap te r  7 . )
I n  g e n e r a l ,  we fo u n d  t h a t  t h e  l o n g e r  t h e  s t a y  a t  LSS, t h e  
f ewer  t h e  v i s i t s .  Th i s  i s  n o t  a new f i n d i n g .  I t  i s  one o f  t h e  sad
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c o r r e l a t e s  t h a t  make I n s t i t u t i o n s  so I n s u l a r .  Another  i s  d i s t a n c e .
I t  was n o t  uncommon f o r  a p a r e n t  t o  t e l l  u s ,  "We'd v i s i t  more i f  i t  
d i d n ' t  t a k e  two hou r s  t o  g e t  t h e r e . "  Or,  " I t ' s  no t  t h a t  I d o n ' t  want  
t o  v i s i t  L a r r y ,  i t ' s  j u s t  t h a t  i t ' s  so d e p r e s s i n g  t o  s e e  t h e  o t h e r  
r e s i d e n t s . "  A mother  o f  a ve ry  s e v e r e l y  invo lved  c h i l d ,  who r e q u i r e d  
2 4 -h o u r  p h y s i c a l  a t t e n t i o n  t o l d  us t h e  s i g h t  o f  he r  son was too  p a i n ­
f u l  t o  h e r .  These p a r e n t s  d id  no t  ga in  t h e  sympathy o f  LSS s t a f f .
When a p a r e n t  b roke  th r o u g h  h i s / h e r  i n e r t i a  t o  make a v i s i t ,  t h e  
s t a f f ,  who were k e e p in g  s c o r e ,  o f t e n  conveyed t h e i r  s c o r n ,  making s u b ­
s e q u e n t  v i s i t s  even more d i f f i c u l t  and u n l i k e l y .
T a b le  4 . 2  P a r e n t  I n t e r v i e w  In fo r m a n t s  ( P e r c e n t a g e s )
Leavers S t a y e r s
F a t h e r 10.8 8 . 0
Mother 50 .8 6 4 . 0
Both P a r e n t s 20 .0 2 8 . 0
F o s t e r  Mother 4 .6
F o s t e r  F a t h e r 1 .5
Both F o s t e r  P a r e n t s 1 .5
O the r  ( r e l a t i v e ,  g u a r d i a n ) 10 .8
P a r e n t s '  A t t i t u d e s  Toward D e i n s t i t u t i o n a l i z a t i o n  
The two main methods  of  d a t a  c o l l e c t i o n  which in fo r m  t h i s  
d i s c u s s i o n  a r e  t h e  A t t i t u d e s  Toward D e i n s t i t u t i o n a l i z a t i o n  S c a le  
(ATDS) deve loped  by James Conroy and h i s  c o l l e a g u e s  (Conroy  and 
B r a d l e y ,  1985) and i n - d e p t h  i n t e r v i e w s  conduc ted  in  t h e  p e r i o d  b e t ­
ween 1984 and 1985.  T a b le  4 . 2  shows t h e  d i s t r i b u t i o n  o f  i n f o r m a n t s  
whose a t t i t u d e s  we a s s e s s e d .  In a d d i t i o n ,  a ne cdo ta l  m a t e r i a l  made
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a v a i l a b l e  from a s u r v e y  conduc ted  by two p a r e n t s  in  1979 w i l l  be p re  
s e n t e d  t o  shed l i g h t  on i s s u e s  r e v o l v i n g  around o p p o s i t i o n  t o  
de i  n s t i  t u t i o n a l i  z a t i o n .
T a b l e  4 . 3  P a r e n t s 1 Assessment  o f  t h e  Impact Upon Family  L i f e  
Of T h e i r  C h i l d r e n ' s  R e tu rn  t o  t h e  Community
Area o f  Impact




S t a y e r s  (n*25)  
Mean S.D.
Your own s o c i a l  l i f e 2 . 9 1 .2 3.1 .5
Your j o b 3 . 0 .7 2 . 9 .4
Your s p o u s e ' s  jo b 3 .1 .5 3 .0 .6
Fam i ly  home r e c r e a t i o n 2 . 9 .9 3.1 .9
Your t i m e  a lone 2 . 9 1.2 2 . 8 .7
Your t i m e  with spo u s e 2 . 9 1 .0 3 .0 .6
Time w i t h  o t h e r  c h i l d r e n 3 . 0 .9 2 .9 .4
Fam i ly  v a c a t i o n s 3 . 0 1.1 3 .0 .2
Your own genera l  h a p p i n e s s * 3 . 9 1 .2 3 .2 1 .5
Your c h i l d ' s  h a p p in e s s * * 4 . 3 .9 3.1 1 .5
C h i l d ' s  r e l a t i o n  w i t h  you 
C h i l d ' s  r e l a t i o n  w i t h
3 .7 1.1 3 .5 1 . 0
you r  spo u s e  
C h i l d ' s  r e l a t i o n  w i t h
3 . 6 .9 3 .4 1 .4
s i b l i n g s 3 . 5 1 .0 3 .4 .5
C h i l d ' s  r e l a t i o n  w i t h  o t h e r s *  
AC nm
4 . 1 1 .0 3 .5 1 . 2
ATDS: Impac t  S c a le
The Impact  S c a l e  c o n s i s t s  o f  a l i s t  o f  f o u r t e e n  r o u t i n e  f a m i l y  
a c t i v i t i e s .  (T a b le  4 . 3 ) .  The p a r e n t  i s  asked t o  j u d g e  t o  what  e x t e n t  
t h e s e  a c t i v i t i e s  c h a n g e  as t h e  r e s u l t  o f  h i s  o r  h e r  c h i l d  b e in g  p l a c e d  
in  t h e  community.  L e a v e r s '  p a r e n t s  answered in  r e t r o s p e c t  and 
S t a y e r s '  p a r e n t s  w e r e  asked  t o  r e s p o n d  a c c o r d in g  t o  how t h e y  a n t i c i ­
p a t e d  t h e i r  l i v e s  m ig h t  change  a s  a r e s u l t  o f  t h e i r  c h i l d r e n  r e t u r n i n g  
t o  t h e  community.
On a s c a l e  o f  1 ( change  f o r  t h e  worse)  t o  5 (change  f o r  t h e  
b e t t e r )  t h e  p a r e n t  r e s p o n d e d  t o  t h e  f o l l o w i n g  i t e m s :  His o r  h e r  own
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s o c i a l  l i f e ,  j o b ,  s p o u s e ' s  j o b ,  f a m i ly  home r e c r e a t i o n ,  t im e  a l o n e ,  
t i m e  w i th  spouse  and wi th  t h e  o t h e r  c h i l d r e n  s t i l l  a t  home, f a m i ly  
v a c a t i o n s ,  own g e n e r a l  h a p p i n e s s ,  t h e  p a r e n t ' s  a sessm en t  o f  t h e  deve-  
l o p m e n t a l l y  d i s a b l e d  c h i l d ' s  h a p p i n e s s ,  and t h e  l a t t e r ' s  r e l a t i o n s h i p  
w i t h  t h e  r e s p o n d e n t ,  t h e  s p o u s e ,  wi th  s i b l i n g s  and w i th  o t h e r s .
T a b l e  4 . 3  d i s p l a y s  t h e  means and s t a n d a r d  d e v i a t i o n s  f o r  each  I tem In 
t h e  Impact  S c a l e  f o r  each s a m p le .
Though, o v e r a l l ,  t h e  median r e s p o n s e  was 3,  I . e . ,  no change,  
w i t h  r e g a r d  t o  f a m i l y  a c t i v i t i e s ,  some c o n c e r n s  were d e t e c t e d .  Both 
g roups  o f  p a r e n t s  t h o u g h t  t h e i r  c h i l d r e n ' s  pl acement  migh t  impinge 
upon t h e i r  t im e  a l o n e .  While  L e a v e r s '  p a r e n t s  showed some concern  f o r  
t h e i r  s o c i a l  l i f e ,  f a m i ly  r e c r e a t i o n  and t h e i r  t ime w i th  t h e i r  spo u s e ,  
S t a y e r s '  p a r e n t s  were  concerned  t h a t  p lac e m e n t  would i n t e r f e r e  wi th  
t h e i r  t im e  s p e n t  w i t h  t h e i r  o t h e r  c h i l d r e n .  However, u n l i k e  L e a v e r s '  
p a r e n t s .  S t a y e r s '  p a r e n t s  gave a small  i n d i c a t i o n  t h a t  f a m i l y  
r e c r e a t i o n  a t  home might  improve  as  a r e s u l t  o f  t h e i r  c h i l d ' s  p l a c e ­
m en t .  Rudie and R ie d l  (1984) have  shown t h a t  p a r e n t s  a r e  n o t  a b l e  t o  
a n t i c i p a t e  t h e  b e n e f i t s  of  community p l a c e m e n t ,  but  t h a t  once  p l a c e ­
ment  has  o c c u r r e d ,  p a r e n t s  e x p r e s s  h a p p in e s s  w i th  t h e  ou tcome.
With r e g a r d  t o  emot iona l  i s s u e s  and s o c i a l  r e l a t i o n s h i p s ,  
p a r e n t s  showed h i g h  s e n s i t i v i t y  t o  community p l ac e m e n t .  Mothers  in 
b o t h  samples  p e r c e i v e d  o r  a n t i c i p a t e d  a change  f o r  t h e  b e t t e r  wi th  
r e g a r d  t o  t h e i r  c h i l d r e n ' s  r e l a t i o n s h i p  t o  o t h e r s  as we l l  a s  t o  f a m i l y  
members .  L e a v e r s '  mothe rs  saw t h e i r  c h i l d r e n  as  much h a p p i e r  now t h a t  
t h e y  were  i n  t h e  community.  Though we a sked  abou t  m o t h e r ' s  h a p p in e s s
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f i r s t ,  o f t e n  m others  would s p o n ta n e o u s ly  t e l l  us t h a t  s i n c e  th e y  saw 
t h e i r  c h i l d r e n  were h a p p i e r ,  t h e y  were h a p p i e r  as w e l l .
C ohor t  D i f f e r e n c e s . The y e a r  1978 marks a t u r n i n g  p o in t  in t h e  
r i g h t s  o f  hand ic apped  p e o p le .  I t  was t h e  y e a r  P.L.  9 4 - 1 4 2 ,  the  
Educa t ion  f o r  All Handicapped C h i l d re n  Act o f  1975 went  i n t o  e f f e c t .
I t  a l s o  marks the  p e r i o d  when p a r e n t s  in t h e  S t a t e  of  New Hampshire 
were m o b i l i z i n g  f o r  a l a w s u i t  a g a i n s t  t h e  S t a t e  School in  t h e  G a r r i t y  
v. G a l l e n  c a s e .  T h e r e f o r e  i t  seemed r e a s o n a b l e  t o  t e s t  whe the r  we 
could e x p e c t  any d i f f e r e n c e s  between p r e -  and pos t -1 9 7 8  c o h o r t s  w i th  
r ega rd  t o  a c h i l d ' s  r e t u r n  t o  t h e  community,  i . e . ,  w h e th e r  p o s i t i v e  
changes i n s u r i n g  e d u c a t i o n a l  s e r v i c e s  would a f f e c t  p a r e n t s '  o u t l o o k .
The r e s u l t s ,  in f a c t ,  d id  show t h a t  p a r e n t s  whose c h i l d r e n  l e f t  LSS 
a f t e r  1978 were s t a t i s t i c a l l y  more l i k e l y  t o  say  t h e i r  own genera l  
ha p p in e s s  had changed f o r  t h e  b e t t e r  ( C h i - s q = l l .2 6 ;  p < .0 3 ;  df=4)  and 
t h a t  t h e i r  c h i l d r e n ' s  r e l a t i o n s h i p  w i th  them had improved as a r e s u l t  
of  l e a v i n g  th e  i n s t i t u t i o n  ( C h i - s q = 1 0 .0 4 ;  p £ . 0 5 ;  d f = 4 ) .
T h e s e  r e s u l t s  s u g g e s t  t h a t  as  t h e  p r o s p e c t  f o r  i n c r e a s e d  s e r ­
v ices  becomes more s e c u r e ,  p a r e n t s  w i l l  r e s p o n d  wi th  i n c r e a s e d  s a t i s ­
f a c t i o n .  What I am t r y i n g  t o  d e m o n s t r a t e  in  t h i s  c h a p t e r  i s  t h a t  
p a re n t s  i n  New Hampshire  a re  n o t  mere ly  r e a c t i o n a r y  and s e l f - s e e k i n g ,  
but t h e i r  r e s i s t a n c e  t o  d e i n s t i t u t i o n a l i z a t i o n  i s  founded  upon t h e  v e r y  
r e a l  c o n c e r n  about  a d e q u a te  a l t e r n a t i v e s  t o  t h e  i n s t i t u t i o n .  As t h e s e  
a l t e r n a t i v e s  become more s t a b l e ,  I b e l i e v e  we w i l l  s e e  a growth in 
p a r e n t a l  s u p p o r t  f o r  community o p t i o n s .  In t h e  nex t  s e c t i o n ,  we w i l l  
look more c l o s e l y  a t  how p a r e n t s  view t h e  p r a c t i c a l  and i d e o l o g i c a l  
i s s u e s  o f  d e i n s t i t u t i o n a l i z a t i o n .
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T a b le  4 . 4  P a r e n t s *  A t t i t u d e s  Toward D e i n s t i t u t i o n a l i z a t i o n * *









1 .  Ch i ld  has  r e a c h e d 3 .8 1 .5 3 .2 1 .2
d e ve lopm en ta l  l i m i t s
2 .  Same r e s i d e n c e  f o r  l i f e * 3 .1 1 .5 2 . 3 1 .6
3 .  Open s e t t i n g  t o  match s k i l l s * 3 .8 1 .3 3 .2 1 .6
4 .  Community w o rk e rs  c om pe ten t* 3 .5 1 .3 2 . 8 1 .3
5 .  Community fu n d s  a r e  s e c u r e 2 .1 1 .2 2 . 0 1 .3
6 .  Needed s e r v i c e s  a r e  a v a i l a b l e
7 .  F i n a n c i a l  bu rdens  l i f t e d 3 .4 1 . 5 3 .4 1 .2
8 .  N o r m a l i z a t i o n * 4 .7 .6 3 . 5 1 .4
9 .  L e a s t  r e s t r i c t i v e  a l t e r n a t i v e * 4 .8 .5 4 . 0 1 .3
1 0 . D e i n s t i  t i o n a l 1z a t i o n * 4 .7 .9 3 .1 1 .9
1 1 . D i s c h a r g e  d e c i s i o n * 4 .5 1 .2 2 . 9 1 .6
*p< .05
**The i tems  in  t h e  t a b l e  r e f e r  t o  t h e  f o l l o w i n g  s t a t m e n t s  to  which 
t h e  r e s p o n d e n t  answers  " s t r o n g l y  a g r e e ,  somewhat a g r e e ,  n e i t h e r  
a g r e e  nor  d i s a g r e e  somewhat d i s a g r e e  o r  s t r o n g l y  d i s a g r e e . "
1 .  I b e l i e v e  t h a t  my r e l a t i v e  has  r eached  h i s / h e r  e duca ­
t i o n a l  and p s y c h o l o g i c a l  deve lopm ent  and w i l l  no t  p r o g r e s s  much 
beyond t h e  l e v e l  h e / s h e  i s  a t  now.
2 .  When my r e l a t i v e  l i v e s  away from home, I p r e f e r  t h a t  
h e / s h e  remain  in  t h e  same p l a c e  h i s / h e r  e n t i r e  l i f e t i m e .
3 .  When my r e l a t i v e  l i v e s  away from home, I p r e f e r  t h a t  
h e / s h e  move from a more p r o t e c t e d  r e s i d e n t i a l  s e t t i n g  t o  a more 
open s e t t i n g  as  h e / s h e  a c h i e v e s  g r e a t e r  s e l f - h e l p  s k i l l s .
4 .  P e r s o n s  who work in  community l i v i n g  a r r a n g e m e n ts  a r e  
know le dge ab le  and s k i l l f u l  enough t o  h a n d l e  s i t u a t i o n s  which may 
a r i s e  w i th  r e g a r d  t o  your  d e v e l o p m e n t a l l y  d i s a b l e d  r e l a t i v e .
5.  I b e l i e v e  t h a t  f u n d i n g  f o r  community a r r a n g e m e n ts  i s
s e c u r e  and p e rm a n e n t .
6 .  I b e l i e v e  t h a t  a l l  s e r v i c e s  needed  by my d e v e l o p m e n t a l l y  
d i s a b l e d  r e l a t i v e  a r e  a v a i l a b l e  t o  h i m / h e r  in  t h e  community.
7 .  I b e l i e v e  t h a t  my f a m i l y  has  n o t  had t o  assume added
f i n a n c i a l  b u r d e n s  f o r  t h e  c a r e  o r  my r e l a t i v e  s i n c e  h e / s h e  has  been
( o r  w i l l  be)  l i v i n g  in  t h e  community.
8 .  N o r m a l i z a t i o n  means t h a t ,  as  much as  p o s s i b l e ,  d e v e l o p ­
m e n t a l l y  d i s a b l e d  p e r s o n s  a r e  given  normal o p p o r t u n i t i e s  f o r  
l i v i n g ,  w o r k i n g ,  and s c h o o l .  In  t h i n k i n g  ab o u t  what  you r  r e l a t i v e  
w i l l  need in  t h e  f u t u r e ,  how much do you a g re e  w i th  t h i s  co n c ep t?
T a b le  4 . 4  ( c o n t i n u e d )
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9 .  The L e a s t  R e s t r i c t i v e  A l t e r n a t i v e  says t h a t  deve lopmen ta l  l y  
d i s a b l e d  p e r s o n s  s hou ld  be a l lowed t o  l i v e  in  p l a c e s  wh ich  a r e  much 
l i k e  normal homes as  p o s s i b l e .  In t h i n k i n g  about  what  y o u r  r e l a t i v e  
w i l l  need 1n t h e  f u t u r e ,  how much do you a g r e e  with t h i s  concep t?
10.  D e i n s t i t u t i o n a l i z a t i o n  i s  t h e  moving of  d e v e lo p m e n t a l l y
d i s a b l e d  p e r s o n s  from t h e  I n s t i t u t i o n  i n t o  p l a c e s  in  t h e  community.
In t h i n k i n g  a b o u t  what  y o u r  r e l a t i v e  w i l l  need in t h e  f u t u r e ,  how much
do you a g r e e  w i th  t h i s  c o n c e p t ?
11.  When your  r e l a t i v e  was ( i s )  s e l e c t e d  f o r  movement from LSS 
t o  t h e  community,  how a g r e e a b l e  were you ( w i l l  you be )  t o  t h i s  d e c i ­
s i o n ?
ATDS: D e i n s t i t u t i o n a l i z a t i o n  Ideo logy
The second p a r t  o f  t h e  ATDS c o n s i s t s  o f  e leven  i d e o l o g i c a l  
s t a t e m e n t s  c o n c e r n in g  d e i n s t i t u t i o n a l i z a t i o n  as  a p p l i e d  t o  the  i n f o r ­
m a n t ' s  d e v e l o p m e n t a l l y  d i s a b l e d  c h i l d .  The p a re n t  was a s k e d  to 
respond  t o  each  s t a t e m e n t  w i th  " s t r o n g l y  a g r e e ,  somewhat a g r e e ,  
n e i t h e r  a g r e e  nor  d i s a g r e e ,  somewhat d i s a g r e e , "  and " s t r o n g l y  
d i s a g r e e . "  T a b le  4 . 4  shows t h e  mean s c o r e s  f o r  both g r o u p s  f o r  each 
i t e m .  Note t h a t  t h e  h i g h e r  t h e  s c o r e ,  t h e  more the  a g re e m e n t  with 
t h e  p r i n c i p l e s  o f  n o r m a l i z a t i o n .  Thus,  f o r  example,  s t r o n g l y  
d i s a g r e e i n g  w i t h  t h e  s t a t e m e n t  t h a t  t h e  c h i l d  has r e a c h e d  h i s / h e r  
d e ve lopm en ta l  l i m i t  o r  w i t h  t h e  s t a t e m e n t  t h a t  the  c h i l d  shou ld  l i v e  
i n  t h e  same home f o r  a l i f e t i m e ,  i s  coded 5 w h i l e  s t r o n g l y  a g ree ing  i s  
coded 1.  Each i tem w i l l  now be d i s c u s s e d  in  t u r n .
Developmental  Mode l . For  t h e  f i r s t  s t a t e m e n t ,  " I  b e l i e v e  my 
r e l a t i v e  has  r ea c h e d  h i s / h e r  h i g h e s t  l e v e l  o f  e d u c a t i o n a l  and psycho­
l o g i c a l  deve lo pm en t  and w i l l  n o t  p r o g r e s s  much beyond t h e  l ev e l  h e / s h e  
i s  a t  now,"  t h e  mean s c o r e  was 3 . 8  f o r  L e a v e r s  and 3 . 2  f o r  S t a y e r s .  
Optimism t h a t  t h e i r  c h i l d r e n  cou ld  s t i l l  p r o g r e s s  was n o t  s i g n i f i c a n t l y  
i n f l u e n c e d  by t h e  c h i l d ' s  d i a g n o s i s .  F u r t h e r  a n a l y s i s  r e v e a l e d  t h a t
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p a r e n t s  o f  s e v e r e l y  r e t a r d e d  c h i l d r e n  s t r o n g l y  d i s a g r e e d  wi th  t h i s  
s t a t e m e n t  i n  63.6% o f  t h e  c a s e s ,  and 50% o f  p a r e n t s  o f  p r o found ly  
r e t a r d e d  c h i l d r e n  a l s o  d i d  not  b e l i e v e  t h e i r  c h i l d r e n  had reached 
t h e i r  f u l l  p o t e n t i a l .
T h e s e  f i n d i n g s  a r e  1n sharp  c o n t r a s t  t o  t h o s e  o f  L a t i b ,  (Conroy  
and H o s s ,  1984) .  The P e n n h u r s t  f a m i l i e s  ag reed  w i t h  t h e  s t a t e m e n t ,
i . e . ,  t h a t  t h e  c h i l d r e n  had reached  t h e i r  l i m i t .  The a u t h o r s  c o n c lu d e d  
t h a t  t h e  f a m i l i e s  in  t h e i r  sample were n o t  r e s p o n s i v e  t o  t h e  d e v e l o p ­
mental  model  which s t r e s s e s  the  n o t i o n  t h a t  a l l  p e o p l e  can grow and 
l e a r n .
Assuming t h a t  t h e  r e s u l t s  a r e  t r u e ,  t h e r e  a r e  two p o s s i b l e  
e x p l a n a t i o n s  f o r  t h e  d i s c r e p a n c y  between  our  f i n d i n g s  and th o s e  of  
L a t i b ' s  and C o n r o y ' s .  I t  could be t h a t  s i n c e  our  r e s p o n d e n t s  a r e  t h e  
p a r e n t s  o f  a younger  c o h o r t  than t h e  p a r e n t s  o f  t h e  P e n n h u r s t  p o p u l a ­
t i o n  (we l i m i t e d  o u r  s am p le  t o  r e s i d e n t s  born in  o r  a f t e r  1949 and t h e  
P e n n h u r s t  s t u d y  i n c l u d e d  a l l  r e s i d e n t s ) ,  t h ey  were s t i l l  hopeful  f o r  
t h e i r  c h i l d r e n ' s  growth and d eve lopm en t .  The o t h e r  r e a s o n  cou ld  be
t h a t  h i s t o r y  has had an impac t  and o u r  p a r e n t s  have had more e x p o s u re
t o ,  and t h e r e f o r e  more o p p o r t u n i t i e s  t o  a d o p t ,  a deve lopm en ta l  
p e r s p e c t i v e .
L e a s t  R e s t r i c t i v e  A l t e r n a t i v e  (LRA). Three s t a t e m e n t s  were 
posed p e r t a i n i n g  t o  t h e  c o n c e p t  o f  t h e  l e a s t  r e s t r i c t i v e  a l t e r n a t i v e .  
These a p p e a r  as  i t em s  2 ,  3 and 9 In T a b l e  4 . 4 .
I n  g e n e r a l ,  p a r e n t s  responded  more c o n s e r v a t i v e l y  t o  i tem 2 
than  i t e m s  3 and 9 .  In  o u r  I n -d e p t h  I n t e r v i e w s ,  e s p e c i a l l y  wi th
S t a y e r s '  p a r e n t s ,  t h e r e  was a concern  e x p r e s s e d  f o r  t h e  need f o r  a
s t a b l e  env ironm en t  which promotes  f a m i l i a r i t y  and good o r i e n t a t i o n  t o
79
s u r r o u n d i n g s  so t h a t  t h e i r  c h i l d r e n  can deve lop  and improve in f u n c ­
t i o n i n g .  S ince  S t a y e r s '  p a r e n t s  s c o r e d  lower on i tems  2 and 3,  our  
i n t e r p r e t a t i o n  h e re  i s  t h a t  we can e x p e c t  g r e a t e r  c oncern  on the  p a r t  
o f  t h e  p a r e n t  f o r  s t a b l e  l o n g - t e r m  p l a c e m e n t ,  t h e  g r e a t e r  t h e  c h i l d ' s  
impairmen t  and t h e  l o n g e r  t h e  p e r i o d  o f  i n s t i t u t i o n a l  r e s i d e n c y .
We asked p a r e n t s  t o  what e x t e n t  t h e y  f a v o r e d  t h e  co n c ep t  o f  t h e  
l e a s t  r e s t r i c t i v e  a l t e r n a t i v e  as  i t  would app ly  t o  t h e i r  c h i l d r e n  
( i t e m  9 ) .  Over 90X o f  a l l  L e a v e r s '  p a r e n t s  and 7 9 . 2% o f  S t a y e r s  
p a r e n t s ,  r e g a r d l e s s  o f  t h e i r  c h i l d ' s  d i a g n o s i s ,  s u p p o r t e d  t h e  c o n c ep t .
Though both groups  were in f a v o r  o f  p lacement  in t h e  l e a s t  
r e s t r i c t i v e  a l t e r n a t i v e ,  i n t e r p r e t a t i o n  o f  t h i s  co n c ep t  demands c a r e ­
f u l  s c r u t i n y .  While p a r e n t s  o f  y o u n g e r ,  somewhat l e s s  d i s a b l e d  
c h i l d r e n  may i n t e r p r e t  i t  t o  mean l i v i n g  in  a small  g roup  home in t h e  
c i t y ,  p a r e n t s  o f  more d i s a b l e d  p e r s o n s  t e n d  t o  have a d i f f e r e n t  view. 
One m o th e r ,  whose son had r e c e n t l y  been p l a c e d  in a group home a t  the  
age o f  24 ,  e x p l a i n e d :
When t h e y  took  t h e  f e n c e s  down [ a t  LSS],  my h e a r t  s a n k .  I t  
meant t h a t  James and h i s  f r i e n d s  were no t  as f r e e  t o  roam.
The s t a f f  k e p t  them c l o s e r  t o  t h e i r  b u i l d i n g .  You know, 
s om e t im e s ,  f e n c e s  a r e  t h e  l e a s t  r e s t r i c t i v e  a l t e r n a t i v e !
They took  t h e  f e n c e s  down f o r  t h e  sake  o f  a p p e a r a n c e s , no t  
f o r  t h e  sake o f  t h e  r e s i d e n t s .
N o r m a l i z a t i o n ,  D e i n s t i t u t i o n a l i z a t i o n  and t h e  D i s c h a r g e  
D e c i s i o n . R e f e r r i n g  t o  i t ems  8 ,  10 and 11 in Table  4 . 4 ,  t h e  two 
samples  d i f f e r  g r e a t l y  w i th  r e g a r d  t o  t h e s e  c o n c e p t s  and t h i s  d e c i ­
s i o n .  While L e a v e r s '  p a r e n t s  were v i g o r o u s l y  in  f a v o r  o f  n o r ­
m a l i z a t i o n ,  d e i n s t i t u t i o n a l i z a t i o n  and were ve ry  a g r e e a b l e  t o  t h e  
d e c i s i o n  t o  d i s c h a r g e  t h e i r  c h i l d r e n  I n t o  t h e  community,  S t a y e r s '  
p a r e n t s  were e x t r e m e l y  c a u t i o u s .  Though t h e y  r a t i f i e d  t h e  concep t  of  
n o r m a l i z a t i o n ,  as  a g roup  t h e y  were a m b iv a le n t  toward t h e  concep t
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o f  d e 1 n s t i t u t i o n a l 1 z a t 1 o n  and d i d  not  f a v o r  a  d e c i s i o n  t o  d i s c h a r g e  
t h e i r  c h i l d r e n .
I n  o r d e r  t o  u n d e rs t a n d  why S t a y e r s '  p a r e n t s  were  s p l i t  w i th  
r e g a r d  t o  d e i n s t i t u t i o n a l i z a t i o n  (50X were i n  f avo r  and 49% o p p o s e d ) ,  
t h e  d a t a  were f u r t h e r  ana lyzed t o  revea l  some u n d e r ly in g  f a c t o r s .
Table  4 . 5  S t a y e r s '  P a r e n t s '  Responses  t o  D e i n s t i t u t i o n a l i z a t i o n  
As a F u n c t i o n  of  C h i l d ' s  Placement  and D i a g n o s i s
Opposed (n*10)  In F a v o r  (n»9) Unsure ( n =4) 
___________________P r o f .  Severe Mod. P ro f .  S e v e re  Hod. P r o f .  S e v e r ¥
S t i l l  a t  LSS 3 5 1 0 2 2 1 3
On P la ce m en t  1 1
D i s c h a rg e d  2 2
F i r s t ,  i t  was h y p o t h e s i z e d  t h a t  t h e  h i g h e r  t h e  l e v e l  of  r e t a r ­
d a t i o n ,  t h e  l e s s  o p t im is m  t h e r e  would be t o w a rd  community p l ac e m e n t .  
Jack M elton  (1985) ,  t h e  former s u p e r i n t e n d e n t  of  t h e  L a c o n i a  S t a t e  
Schoo l ,  n o t e d  t h a t ,  i n  h i s  e x p e r i e n c e ,  p a r e n t s '  a t t i t u d e s  c o r r e l a t e d  
w i th  t h e i r  c h i l d r e n ' s  d i a g n o s e s .  Our d a t a  b e a r  t h i s  s t a t e m e n t  o u t .  
There i s  a r e l a t i v e  d e c r e a s e  i n  opt imism r e g a r d i n g  community p l ac e m e n t  
as  t h e  l e v e l  o f  r e t a r d a t i o n  i n c r e a s e s .
However , T a b l e  4 . 5  shows t h a t  d e s p i t e  t h e  d i a g n o s i s  of  t h e  
c h i l d ,  i f  t h e  c h i l d  i s  a l r e a d y  i n  t h e  community,  S t a y e r s '  p a r e n t s  f i n d  
i t  e a s i e r  t o  a c c e p t  t h e  concep t  o f  d e i n s t i t u t i o n a l i z a t i o n .  These 
p a r e n t s  t o l d  us t h a t  though t h e y  were i n i t i a l l y  opposed t o  community 
p l a c e m e n t ,  now t h a t  t h e y  had s e e n  i t  happen f o r  t h e i r  c h i l d r e n ,  t h e y  
s low ly  began  t o  s e e  i t s  b e n e f i t s .  As one f a t h e r  put  i t :  " I ' l l
b e l i e v e  i t  when I s e e  i t . "  In  o t h e r  words,  a  change i n  p o l i c y
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( r e f l e c t i v e  o f  h i s t o r i c a l  c l i m a t e )  had i t s  Impact  upon p a r e n t s '  a t t i ­
t u d e s .
I t  shou ld  be m ent ioned  t h a t  f o r  L e a v e r s '  p a r e n t s ,  a t t i t u d e s  
toward  d e i n s t i t u t i o n a l i z a t i o n ,  t h e  l e a s t  r e s t r i c t i v e  a l t e r n a t i v e ,  and 
t h e  n o t i o n  t h a t  t h e i r  c h i l d r e n  have no t  r e a c h e d  t h e i r  deve lopmenta l  
l i m i t s  have no t  changed  ove r  t h e  p e r i o d  from 1970 t o  1985.  These 
p a r e n t s  were c o n s i s t e n t l y  s u p p o r t i v e  o f  n o r m a l i z a t i o n  i d e o l o g y  and were 
o p t i m i s t i c  r e g a r d i n g  t h e i r  c h i l d r e n ' s  deve lo pm en ta l  p r o g r e s s .
Community S e r v i c e s :  Competence,  F in a n c e s  and A v a i l a b i l i t y
Four  s t a t e m e n t s  o f  t h e  ATDS a d d re s s e d  i s s u e s  d i r e c t l y  r e l a t e d  t o  
community s e r v i c e s .  These a r e  i t em s  4,  5,  6 and 7 in  Tab le  4 . 4 .
Competence. I tem 4 r e a d s :  " P e rsons  who work in community
l i v i n g  a r r a n g e m e n ts  a r e  knowledgeab le  and s k i l l f u l  enough t o  hand le  
s i t u a t i o n s  which a r i s e  w i th  r e g a r d  t o  your  d e v e l o p m e n t a l l y  d i s a b l e d  
r e l a t i v e . "  Th is  s t a t e m e n t  d i v i d e d  a long  group l i n e s .  While L e a v e r s '  
p a r e n t s  were f a i r l y  o p t i m i s t i c ,  S t a y e r s  p a r e n t s  remained  s k e p t i c a l .
The p a r e n t s ,  who in  95% o f  t h e  c a s e s  b e l i e v e d  t h e i r  c h i l d r e n  r e q u i r e d  
24 -hou r  p e r  day s u p e r v i s i o n ,  were concerned  t h a t  community workers  d id  
n o t  have t h e  s k i l l s  o r  e x p e r i e n c e  t o  match t h o s e  o f  workers  a t  Lacon ia  
S t a t e  S c h o o l .
Though c o n f i d e n c e  was e x p r e s s e d  by L e a v e r s '  p a r e n t s ,  i t  was no t
w i t h o u t  r e s e r v a t i o n s .  One mother  commented:
P e o p le  who a d v i s e  have l i t t l e  o r  no e x p e r i e n c e .  New 
t e a c h e r s :  They have l o t s  o f  t h e o r y  but  no common s e n se !
Most t e a c h e r s  have had no e x p e r i e n c e  w i th  mental  r e t a r d a t i o n .
P a r e n t s ,  e s p e c i a l l y  t h o s e  o f  more s e v e r e l y  Invo lve d  c h i l d r e n ,  
a r e  n o t  o v e r l y  a n x io u s  t o  send t h e i r  c h i l d r e n  i n t o  t h e  community.
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P a r e n t s '  s k e p t i c i s m  i s  based  on r e a l i t y — a r e a l i t y  t h a t  i s  c o r r o b o r a t e d  
by s e r v i c e  p r o v i d e r s  t h e m s e lv e s  who a d m i t t e d  t o  me t h a t  t h e y  a re  no t  
a d e q u a t e l y  t r a i n e d  t o  hand le  " s u r p r i s e "  s i t u a t i o n s ,  i . e . ,  b e h a v io r a l  
prob lems t h a t  c e r t a i n  c l i e n t s  a r e  no t  r e p u t e d  t o  have .  L e a v e r s '  
p a r e n t s  a l s o  showed d i f f e r e n c e s  by c o h o r t .  P a r e n t s  o f  c h i l d r e n  p l a c e d  
a f t e r  1978 were more c o n f i d e n t  in  community w orkers  than  th e  p re -1978  
c o h o r t .  For t h e  mos t  p a r t ,  r e l u c t a n t  p a r e n t s  we spoke t o  were w i l l i n g  
t o  t a k e  a “w a i t  and see"  a t t i t u d e  toward community group homes.
F unding . Another  f a c t o r  c o n t r i b u t i n g  t o  p a r e n t s '  r e s e r v a t i o n s
abou t  community p lacem en t  has  t o  do w i th  t h e  f i n a n c i n g  o f  group homes 
( i t e m  5 in Table  4 . 4 ) .  We asked  p a r e n t s  w h e th e r  t h e y  b e l i e v e d  f u n d in g  
f o r  community l i v i n g  a r r a nge m e n ts  were s e c u r e  and pe rm anen t .  About 
68% o f  L e a v e r s '  p a r e n t s  s t r o n g l y  o r  somewhat d i s a g r e e d  w i th  t h i s  s t a ­
t em en t  and abou t  73% of  S t a y e r s '  p a r e n t s  d i s a g r e e d .
Regard ing  t h e  s t a t e m e n t  ( i t e m  7 in  Tab le  4 . 4 ) ,  " I  b e l i e v e  t h a t  
my f a m i l y  has n o t  had t o  assume added f i n a n c i a l  bu rdens  f o r  t h e  c a r e  o f
my r e l a t i v e  s i n c e  h e / s h e  has been l i v i n g  1n t h e  community [ o r  when
h e / s h e  l i v e s  in  t h e  comm unity ] ,"  most  p a r e n t s  were in  agreement .
There  were some i n s t a n c e s ,  however ,  which s u g g e s t e d  t h a t  where f a m i l i e s  
were q u i t e  i n v o l v e d  wi th  t h e i r  c h i l d r e n  who were now l i v i n g  in t h e  com­
m u n i t y ,  t h e y  a l s o  s h o u ld e r e d  more o f  t h e  f i n a n c i a l  r e s p o n s i b i l i t y .
(See t h e  case  h i s t o r i e s  of  Che ry l  Bonaven ture  and G6 Lawson in C ha p te r  
7 . )  Moroney (1986)  has p o i n t e d  ou t  t h a t  t h e  d e i n s t i t u t i o n a l i z a t i o n  
movement has been a burden on f a m i l i e s  because  o f  t h e  l a g  In t h e  
c r e a t i o n  o f  com pa rab le  s e r v i c e s  in  t h e  community.
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Avai l  a b i l i t y  o f  S e r v i c e s . We asked  p a r e n t s  t o  r e s p o n d  t o  t h e  
s t a t e m e n t  ( i t e m  6 in T a b le  4 . 4 ) ,  "I b e l i e v e  t h a t  a l l  s e r v i c e s  needed 
by my r e l a t i v e  a re  a v a i l a b l e  t o  h im /her  i n  t h e  community."  Here we 
a r e  a d d r e s s i n g  t h e  b e l i e f  t h a t  on ly  t h e  i n s t i t u t i o n  can p r o v id e  the  
n e c e s s a r y  s e r v i c e s .  As e x p e c t e d ,  S t a y e r s '  p a r e n t s  s t i l l  b e l i e v e  t h e r e  
a r e  s e r v i c e s  t h e  community canno t  p r o v i d e .  However, L e a v e r s '  p a r e n t s  
a r e  a l s o  s k e p t i c a l .
P a r e n t s  of  t h e  p r e - 1 9 7 8  p lacement  c o h o r t  were o n l y  42.856 in 
agreement  w i t h  t h i s  s t a t e m e n t ,  in  c o n t r a s t  w i t h  t h e  p o s t - 1 9 7 8  c oho r t  
which was 77.856 in a g r e e m e n t .  (See s e c t i o n  on Cohort D i f f e r e n c e s . )
Th is  s u g g e s t s  t h a t  once a g a i n  h i s t o r i c a l  c o n t e x t  p lays  an impor tan t  
r o l e  in s h a p i n g  o p i n i o n .  A f a t h e r  and m o th e r  who made t h e  d e c i s i o n  to  
t a k e  t h e i r  son out  o f  LSS, because  o f  " t e r r i b l e  c a re  and overm edica ­
t i o n , "  s t a t e d  " D e i n s t i t u t i o n a l i z a t i o n  i s  g o in g  too f a s t .  There are  
not  enough s e r v i c e s  in t h e  community t o  s u p p o r t  the  c l i e n t s  coming 
o u t . "  They t o o  e x p r e s s e d  t h e  f e a r  t h a t  f u n d i n g  w i l l  r em a in  too low 
and then  n o t  be t h e r e  t o  s u p p o r t  community i n t e g r a t i o n .
C o r r e l a t e s  of  P o s i t i v e  A t t i t u d e s  Toward D e i n s t i t u t i o n a l i z a t i o n
In t h i s  c h a p t e r ,  we have examined some o f  the  c a u s e s  o f  p a r e n t a l  
r e s i s t a n c e  t o  t h e i r  c h i l d r e n ' s  l e a v i n g  t h e  S t a t e  School and a s se s s e d  
c u r r e n t  a t t i t u d e s  toward t h e  p r a c t i c a l  and i d e o l o g i c a l  i s s u e s  con­
c e r n i n g  t h e  movement. In o r d e r  t o  c o r r o b o r a t e  t h e s e  f i n d i n g s  and t o  
d e te rm in e  more s y s t e m a t i c a l l y  t h e  major  c o r r e l a t e s  of  p o s i t i v e  a t t i ­
t u d e s  t ow ard  d e i n s t i t u t i o n a l i z a t i o n  (DI A t t i t u d e s ) ,  a l i n e a r  r e g r e s s i o n  
model was u s e d .  The d e p e n d e n t  v a r i a b l e  was t h e  ave rage  s c o r e  on a DI
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S c a le  com pr i sed  o f  i t e m s  8 ,  9 ,  10, and 11 in Table  4 . 4  ( i . e . ,  n o r ­
m a l i z a t i o n ,  l e a s t  r e s t r i c t i v e  a l t e r n a t i v e ,  d e i n s t i t u t i o n a l i z a t i o n ,  and 
t h e  d i s c h a r g e  d e c i s i o n ) .  The s c a l e  has  a s t a n d a r d i z e d  a lp h a  c o e f ­
f i c i e n t  o f  . 8 1 .  The i n d e p e n d e n t  v a r i a b l e s  t e s t e d  in  t h e  model i n c l u d e d  
c h i l d r e n ' s  g e n d e r ,  d i a g n o s i s ,  f a t h e r ' s  e d u c a t i o n ,  m o t h e r ' s  c u r r e n t  age ,  
im por ta nc e  o f  r e l i g i o n ,  k i n  s u p p o r t ,  t o t a l  number o f  s i b l i n g s  ( r e c a l l  
t h a t  one o f  t h e  r e a s o n s  f o r  admiss ion  t o  LSS, f o r  S t a y e r s ,  was t h e  c on ­
c e rn  f o r  t h e  o t h e r  c h i l d r e n  in t h e  f a m i l y ) ,  im por tance  o f  r e l i g i o n ,  
p a r e n t s '  b e l i e f s  abou t  t h e  s e r v i c e  d e l i v e r y  s y s te m ,  e t c . ,  i . e . ,  a l l  
t h e  o t h e r  i t em s  l i s t e d  in  Tab le  4 . 4 .
R e s u l t s  showed t h a t  t h e  s i g n i f i c a n t  p o s i t i v e  c o r r e l a t e s  o f  t h e  
r a t i f i c a t i o n  o f  DI i d e o l o g y  have t o  do w i th  p a r e n t s '  b e l i e f  t h a t  com­
m un i ty  homes a re  pe rm anen t  and s e c u r e l y  funded  and t h a t  community 
worke rs  a r e  competen t  ( i t e m s  2,  4 and 5 in  Tab le  4 . 4 ) .  The two 
v a r i a b l e s  which t e n d  t o  lower  t h e  DI i d e o l o g y  s c o r e  a r e  m o th e r s '  age 
and t h e  im por ta nc e  o f  r e l i g i o n .  As a g ro u p ,  o l d e r  m othe r s  and more 
r e l i g i o u s  p a r e n t s  would t e n d  toward more c o n s e r v a t i v e  views.  Both age 
and r e l i g i o n  a r e  g e n e r a l l y  c o n s i d e r e d  t o  i n h i b i t  t h e  a c ce p ta n c e  o f  
cha nge .  (As t o  why t h e s e  have a dampening e f f e c t  i s  a m a t t e r  f o r  much 
g r e a t e r  t h e o r e t i c a l  and e m p i r i c a l  c o n s i d e r a t i o n . )  These  l a t t e r  
r e s u l t s  s h o u ld  not  s e r v e  t o  p r e j u d i c e  t h e  r e a d e r  a g a i n s t  o l d e r  r e l i ­
g io u s  p e r s o n s ,  however ,  as  enemies  o f  p r o g r e s s .  W ithou t  a t e m p e r in g  
I n f l u e n c e ,  t h e r e  can be no r e a l  s o l u t i o n ,  o n l y  one f a c t i o n  d i c t a t i n g  
t o  a n o t h e r .  The e q u a t i o n  y i e l d e d  an Rsq o f  . 5 2 ,  an a d j u s t e d  Rsq o f  
.40  and an F c o e f f i c i e n t  o f  4 .18  ( p £ . 0 0 1 ) .  Using backward e l i m i n a ­
t i o n ,  t h e  f i v e  s i g n i f i c a n t  v a r i a b l e s  ( i . e . ,  i t ems  2 , 4 , 5 ,  m o t h e r ' s  age 
and r e l i g i o n )  y i e l d e d  an Rsq o f  . 4 5 ,  an a d j u s t e d  Rsq o f  .40 and an
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F v a l u e  o f  9 .4  ( p £ . 0 0 1 ) .  These f i n d i n g s  were based on a sample  s i z e  
of  62 .
I t  shou ld  be no ted  h e r e ,  t h a t  p a r e n t s '  DI a t t i t u d e s  were  uncor ­
r e l a t e d  w i th  k in  s u p p o r t  ( r=  - . 1 3 ;  p £ .1 0 ) .  However, we s h a l l  see  in 
t h e  c a s e  s t u d i e s  t h a t  p a r e n t s '  a t t i t u d e s  do have  a p o s i t i v e  i n f l u e n c e  
upon r e l a t i v e ' s  a t t i t u d e s  toward n o r m a l i z a t i o n  c o n c e p t s .
P a r e n t a l  O p p o s i t i o n  t o  D e i n s t i t u t i o n a l i z a t i o n
In  t h e  f a c e  o f  t h e  impending l a w s u i t  a g a i n s t  LSS, a husband and 
w i f e ,  who were opposed  to  t h e  c l o s i n g  of  t h e  i n s t i t u t i o n ,  s e n t  ou t  a 
q u e s t i o n n a i r e  in  1979 t o  490 f a m i l i e s  whose r e l a t i v e s  were a t  LSS.
T h e i r  m o t i v a t i o n  was t h e  concern  t h a t  t h e  l a w s u i t  was o n ly  r e p r e s e n t i n g  
a voca l  m i n o r i t y  o f  p a r e n t s  who wanted to  c l o s e  LSS. Thus ,  t h e y  were 
d e t e r m i n e d  t o  p o l l  a s  many p a r e n t s  as  t h e y  c o u l d .  When Mrs.  Watson 
c o n s e n t e d  to  p a r t i c i p a t e  in our  s t u d y ,  she came forward  w i t h  a l l  t h e  
r e t u r n e d  q u e s t i o n n a i r e s  she had r e c e i v e d  in  l a t e  1979 and e a r l y  1980.
The q u e s t i o n n a i r e  i n v i t e d  comments f rom t h o s e  su rv e y e d  and 
t h e r e b y  p r o v id e d  a forum f o r  p a r e n t s  t o  e x p r e s s  no t  on ly  t h e i r  r e a s o n s  
f o r  o p p o s i t i o n  o r  s u p p o r t  o f  d e i n s t i t u t i o n a l i z a t i o n  bu t  f o r  o t h e r  com­
m en ts ,  c o m p l a in t s  and e x p r e s s i o n s  o f  f r u s t r a t i o n  and b e w i ld e r m e n t .  
P a r e n t s  who b e l i e v e d  t h e i r  c h i l d r e n  r e q u i r e d  24 -hour  s u p e r v i s i o n  f o r  
medica l  and b e h a v i o r a l  r e a s o n s  were  in  t h e  f o r e f r o n t  o f  t h e  o p p o s i t i o n .  
T h e i r  c h i l d r e n  were  s e v e r e l y  r e t a r d e d  and would no t  b e n e f i t  f rom be ing  
in t h e  community and would most  l i k e l y  s u f f e r  a b u s e .  O th e r  p a r e n t s  
were opposed  b e c a u s e  o f  t h e  d i s r u p t i o n  in t h e i r s  and t h e i r  c h i l d r e n ' s  
l i v e s .  LSS i s  "hom e .1' The prob lem of  t h e  bu rden  o f  t h e  hand ic a ppe d  
c h i l d  r e t u r n i n g  t o  a g in g  p a r e n t s  was a l s o  r a i s e d .
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These  r e s p o n s e s  a re  v a l u a b l e  d a t a  c o n t r i b u t i n g  t o  o u r  f u r t h e r  
u n d e r s t a n d i n g  of  o b j e c t i o n s  t o  d e i n s t i t u t i o n a l i z a t i o n  as a b l a n k e t  
p o l i c y .  Here i s  one o f  t h e  r e s p o n s e s  t h a t  i s  t y p i c a l  o f  t h e  New 
Hampshire v e r s i o n  o f  a s c e n a r i o  t h a t  has been pl ayed  o u t  in i t s  many 
forms t h r o u g h o u t  t h e  United  S t a t e s .
Mrs.  T h a y e r ' s  comments p r e s e n t  a wel l  t h o u g h t  ou t  a n a l y s i s  o f  
t h e  s i t u a t i o n  f a c e d  by p a r e n t s  whose c h i l d r e n  r e s i d e d  a t  t h e  school  a t  
t h e  t im e  t h e  q u e s t i o n n a i r e s  were m a i l e d .
Each p e r s o n ' s  r e s p o n s e  t o  t h i s  “q u e s t i o n n a i r e "  I f e e l  
q u i t e  s u r e  w i l l  be c o lo r e d  by h i s  ( h e r )  own s i t u a t i o n  as i t  
r e g a r d s  t h e  r e t a r d e d  member o f  t h e i r  f a m i l y :  1) t o  t h e
d e g r e e  o f  b r a i n  damage and s e v e r i t y  o f  r e t a r d a t i o n ;  2) t h e  
l e n g t h  o f  t im e  t h e  r e s i d e n t  has  been i n s t i t u t i o n a l i z e d  . . . ;
3) t o  t h e  age o f  t h e  p a r e n t s  and t h e  s i b l i n g  o f  t h e  Lacon ia  
r e s i d e n t ;  and 4)  t h e  s t a g e  and c i r c u m s t a n c e s  o f  l i f e  t h e  
r e s t  o f  t h e  f a m i l y  happens t o  be i n .
I am in f a v o r  o f  c o n t i n u i n g  t h e  School  and in l i n e  w i th  
above p a ra g r a p h  hope t h i s  w i l l  be t h e  f i n a l  d e t e r m i n a t i o n  
a s :  1)  our  r e s i d e n t  i s  s e v e r e l y  b r a i n  damaged though
p h y s i c a l l y  a lm o s t  normal;  2)  has  been i n s t i t u t i o n a l i z e d  
s i n c e  b e f o r e  she was t h r e e  y e a r s  o l d  ( sh e  i s  now
t w e n t y - t w o ) ;  3) and 4) t h e  p a r e n t s  a r e  in  t h e i r  l a t e
f i f t i e s  hav ing  had f o u r  c h i l d r e n  l a t e  in  t h e  m o t h e r ' s  
c h i l d b e a r i n g  y e a r s  and a r e  now p u t tn g  two [ c h i l d r e n ]  th ro u g h
c o l l e g e s  and a t h i r d ,  t h e  y o u n g e s t  c h i l d ,  w i l l  go t o  c o l l e g e
n e x t  f a l l .  The f a t h e r  c o u ld  no t  a d j u s t  e v e r  t o  an abnormal  
c h i l d  in t h e  ho u s e h o ld  as he i s  even now d e v a s t a t e d  by t h e  
t r a g e d y  of  a r e t a r d e d  d a u g h t e r  and s t i l l  c anno t  even t a l k  
ab o u t  i t  w i t h o u t  em o t iona l  s t r a i n .
. . .  I s i n c e r e l y  b e l i e v e  t h a t  f o r  much l e s s  s e v e r e l y  
r e t a r d e d  p e r s o n s ,  a more " eve ryday"  l i f e  in  t h e  community i s  
more b e n e f i c i a l  f o r  them i f  t h e r e  a r e  e x c e l l e n t  s e r v i c e s  in 
comm unit ies  f o r  s p e c i a l  e d u c a t i o n ,  j o b  t r a i n i n g ,  e t c .  and 
s u p p o r t  g roups  f o r  young p a r e n t s — a l l  p a r e n t s  f o r  t h a t  
m a t t e r .  [Emphas is  in  o r i g i n a l . ]
The W ats o n ' s  q u e s t i o n n a i r e  r e v e a l e d  a number o f  c o n c e r n s  about  
d e i n s t i t u t i o n a l i z a t i o n .  P a r e n t s  e x p r e s s e d  conc e rn  t h a t  t h e i r  c h i l d r e n  
were b e in g  u p r o o te d  and t h e i r  c h i l d r e n ' s  f r i e n d s h i p s  and s o c i a l  bonds 
w i th  c a r i n g  s t a f f  and v o l u n t e e r  g r a n d p a r e n t s  were be in g  i g n o r e d .  Aged
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p a r e n t s  f e a r e d  a r e s p o n s i b i l i t y  t h e y  cou ld  n o t  manage. Some r e l a t i v e s  
w ro te  t h e  Watsons ,  e x p l a i n i n g  how t h e y  wanted and were a c t i v e l y  s e e k i n g  
a l t e r n a t i v e s  t o  LSS.
From our  i n t e r v i e w s  c o nduc te d  s i x  y e a r s  a f t e r  t h e  Watson s u r v e y ,  
we s e e  s i m i l a r  c o n c e r n s  r e g a r d i n g  d e i n s t i t u t i o n a l i z a t i o n  s t i l l  b e ing  
e x p r e s s e d .  One m o the r  t o l d  us she  was opposed  t o  d e i n s t i t u t i o n a l i z a ­
t i o n  be c au s e :
I 'm  a f r a i d  o f  what can happen t o  him o u t s i d e - - w h a t ' s  
a round  him— n o t  him. In t h e  community he c a n ' t  move 
i n d e p e n d e n t l y .  At LSS he moves around i n d e p e n d e n t l y .  . . .
I have a f e a r  o f  George n o t  be in g  t a k e n  c a r e  o f  i f  
som e th in g  happens t o  u s .  T h a t ' s  why we pu t  him a t  LSS.
LSS i s  h i s  home and h e ' s  b e in g  u p r o o te d .
A f a t h e r  e x p r e s s e d  h i s  co n c e rn s  t h i s  way:
Most peop le  d o n ' t  know how t o  cope w i th  t h e  s i t u a t i o n s —to  
c o n f r o n t  them on t h e  s t r e e t ,  in a s t o r e .  "Look a t  t h i s  
r e t a r d . "  "Why do we have t h a t  t y p e  in  t h e  community?" You 
h e a r  a l l  k in d s  o f  comments and t h e y ' r e  a l l  n e g a t i v e .  . . .  I f  
he were moving t o  [ t h e  n e x t  town o v e r ]  o r  a l i t t l e  c l o s e r  t o  
home, I ' d  be f o r  i t  but  i f  i t  were a n o t h e r  community I 'm  not  
s u r e — i f  i t  were a community used t o  r e t a r d e d  k i d s .  . . . Not
u n l e s s  t h e y  p rove  t o  me t h a t  h e ' s  c a p a b l e  o f  h a n d l i n g  th e
s i t u a t i o n .  . . .  I t h i n k  t h e y ' r e  push ing  t h e s e  k i d s  i n t o  t h e  
community t o o  f a s t .  Of c o u r s e ,  I r e a l i z e  t h a t  some need to  
be i n  t h e  community t o  d e v e lo p  t h e i r  l i m i t e d  s k i l l s ,  b u t ,  I 
d o n ' t  t h i n k  t h e y  shou ld  push them ou t  o f  LSS. . . .  I t h in k  
t h e y ' r e  t r y i n g  t o  e l i m i n a t e  a s e r v i c e .
In  sum, p a r e n t s  saw t h e  i n s t i t u t i o n  as  a p l a c e  o f  p r o t e c t i o n  and 
pe rmanence— a p l a c e  where p a r e n t s  would n o t  have t o  wor ry about  a t t i t u ­
des  in  t h e  community, o r  t h e i r  c h i l d r e n ' s  f u t u r e  and t h e y  cou ld  d i e  in
pe a c e .
S o c i a l  Growth as a R e s u l t  of  D e i n s t i t u t i o n a l i z a t i o n  
In  t h i s  s e c t i o n ,  two l e v e l s  o f  s o c i a l  growth a r e  d i s c u s s e d :  
Tha t  o f  t h e  e x - r e s i d e n t s  and t h a t  o f  pe r s o n s  w i th  whom t h e y  come in
c o n t a c t .
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D e i n s t i t u t i o n a l i z a t i o n  s imply means movement ou t  o f  t h e  i n s t i t u ­
t i o n .  I t  does  n o t  a u t o m a t i c a l l y  s i g n i f y  c o m m u n i t i z a t i o n .  Th is  l a t t e r  
t e r m  i s  a p p l i e d  t o  t h e  second  phase o f  p l a n n i n g  toward n o r m a l i z a t i o n  
g o a l s  (Mayeda and S u t t e r ,  1981 ) .  Communit iza t ion  i m p l i e s  i n t e g r a t i o n ,  
t h a t  i s ,  s o c i a l  exchange  and mutual s o c i a l i z a t i o n .  In sum, I am 
t a l k i n g  abou t  o u r  s o c i a l  g rowth ,  t h e  s o c i a l  growth o f  s o c i e t y .
P a r e n t s  were asked t o  n o t e  changes  in  t h e i r  c h i l d r e n ' s  a b i l i t i e s  
and t o  g ive  t h e i r  o p i n i o n s  as t o  t h e  r e a s o n s  f o r  t h e s e  changes  ( e i t h e r  
p o s i t i v e  o r  n e g a t i v e ) .  They most  o f t e n  a t t r i b u t e d  improvements  in 
t h e i r  c h i l d r e n ' s  f u n c t i o n i n g  t o  programming t h a t  s p e c i f i c a l l y  a dd res sed  
a p a r t i c u l a r  p rob lem . T h i s  was t r u e  o f  s e l f - c a r e  s k i l l s ,  h e a r i n g ,  
v i s i o n  and s p e e c h .  However,  th e y  a l s o  r e g a r d e d  th e  "normal home 
e n v i r o n m e n t , "  t h e  " exposu re  t o  peop le  and s o c i a l  a c t i v i t i e s , "  m a tu r a ­
t i o n  and a " s e c u r e  and l o v i n g  home" as p o s i t i v e  i n f l u e n c e s .  One 
p a r e n t  o b s e r v e d ,  "Nancy has  grown more s i n c e  h e r  l i v i n g  in t h e  group 
home than she e v e r  did in  20 y e a r s .  She has  grown most  in t h e  p a s t  
y e a r ! "
Another  p a r e n t  r e p o r t e d :
Because o f  t h e  program a t  t h e  Moore [Community] C e n t e r ,  he 
has  l e a r n e d  more in t h e  p a s t  two y e a r s  than  in  a l l  o t h e r  
y e a r s  o f  h i s  l i f e .  [ D ona ld ]  i s  more a t  e a s e  . . . has 
calmed down t o  a p p r e c i a t e  o t h e r  pe o p le  and t h i n g s .  . . .
The program my son i s  r e c e i v i n g  i s  f a b u l o u s .  I c ou ld  
n o t  ask f o r  a n y th i n g  b e t t e r .  He has  l e a r n e d  so much 
in  t h e  p a s t  two y e a r s .
One c o u p l e  d e s c r i b e d  t h e i r  d e l i g h t  w i t h  t h e i r  d a u g h t e r ' s  
p r o g r e s s  in t h e  community. They t o l d  us t h a t ,  in  t h e  C h r i s t m a s e s  of  
' 8 2  and ' 8 3 ,  Margery d id  h e r  own shopp in g  (w i th  s t a f f )  f o r  p r e s e n t s  
f o r  h e r  p a r e n t s  and was v e r y  proud and happy and in v o lv e d  in  t h e  
C h r i s t m a s  s p i r i t  f o r  t h e  f i r s t  t im e .  Our f i e l d  n o t e s  r e a d :
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M a r g e r y ' s  m a ins t ream ed  home economics c l a s s  pu t  on a d i n n e r  
a t  a c o r p o r a t i o n .  Each s t u d e n t  had t o  s a y  h i s / h e r  name 
a f t e r w a r d ;  Margery d i d  t h i s  a long  w i th  'normal* p e e r s  and 
h e r  p a r e n t s  were so s u r p r i s e d !  Her p a r e n t s  have Margery to  
d i n n e r  once a week and home f o r  C h r i s tm as  and h e r  b i r t h d a y .
T he re  i s  a p a u c i t y  o f  commentary on t h e  im p o r ta n c e  o f  t h e  p r e ­
sence  o f  d e v e lo p m e n t a l l y  d i s a b l e d  p e op le  in  t h e  community f o r  t h e  
s o c i a l  growth o f  t h e  r e s t  o f  s o c i e t y !  H i s t o r i c a l l y ,  one of  t h e  
r e a s o n s  f o r m u l a t e d  f o r  i n s t i t u t i o n a l i z a t i o n  o f  m e n t a l l y  r e t a r d e d  
pe op le  was f o r  t h e  " p r o t e c t i o n "  of  s o c i e t y .  I t  seems u s e f u l  t o  
e x p l o r e  f u r t h e r  r e v e r s a l s  in  r a t i o n a l e  t o  i n c l u d e  t h e  r e v e r s a l  of  t h i s  
n o t i o n  o f  p r o t e c t i o n  t o  t h e  n o t io n  o f  t h e  b e n e f i t  o f  i n t e r a c t i o n  wi th  
p e op le  who a re  d i s a b l e d .
P a r e n t s  gave us i n s i g h t  i n t o  t h e  b e n e f i t s  o f  hav ing  t h e  company
o f  t h e i r  c h i l d r e n .  An example from f i e l d  n o t e s :
C h a r l i e  now goes t o  t h e  S a l v a t i o n  Army. He i s  l e a r n i n g  
t o  be an SA s o l d i e r .  He be longs t o  t h e  Grange ,  [ t h o u g h ]  
he would l i k e  a j o b .  These p a r e n t s  e n j o y  C h a r l i e ' s  
company;  t h e y  a r e  proud o f  him and t h e  f a c t  t h a t  he 
i s  s e l f - s u p p o r t i n g  w i th  h i s  SSI p e n s io n  as a d i s a b l e d  
d e p e n d e n t .
( N o t i c e ,  h e r e ,  t h a t  t h e s e  p a r e n t s  have framed SSI 
as  a means o f  " s e l f - s u p p o r t , "  t h e r e b y  a l l o w i n g  t h e i r  
son t h e  d i g n i t y  o f  i n d e p e n d e n c e . )
F i e l d  n o t e s  in a n o t h e r  c a s e ,  where p a r e n t s  a dop te d  t h e i r  c h i l d  
when t h e  c h i l d  was abou t  12 y e a r s  o l d ,  r e v e a l e d :  "Both p a r e n t s  f e e l
t h a t  ha v in g  Ramona as  t h e i r  d a u g h te r  has  h e lp e d  them bo th  t o  be more 
s e n s i t i v e  and u n d e r s t a n d i n g  in  t h e i r  j o b s  and t o  be v e r y  s t r o n g  advo­
c a t e s  on b e h a l f  o f  t h e i r  d a u g h te r  and a l l  d e v e l o p m e n t a l l y  d i s a b l e d  
p e o p l e . "
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Summary and C onc lus ions
P a r e n t s  In ou r  s t u d y  have l i v e d  th ro u g h  sweeping h i s t o r i c a l  
changes  in  t h e  t r e a t m e n t  o f  t h e i r  c h i l d r e n .  From a t ime when p r o ­
f e s s i o n a l s  u rged  i n s t i t u t i o n a l i z a t i o n  t o  t h e  p r e s e n t  impetus  toward 
c o m m u n i t i z a t i o n ,  t h e s e  p a r e n t s  h a ve ,  f o r  t h e  most  p a r t ,  a d j u s t e d .
The two sam ples  were compared on a number o f  key p o i n t s .
1 .  L e a v e r s '  p a r e n t s  had t o  f i g h t  t o  p l a c e  t h e i r  c h i l d r e n  a t
LSS, whereas  S t a y e r s '  p a r e n t s  were urged t o  p l a c e  t h e i r  c h i l d r e n
t h e r e .  Th i s  was due t o  t h e  f a c t  t h a t  S t a y e r s  w ere ,  on a v e r a g e ,  
e n t e r i n g  LSS f i v e  y e a r s  e a r l i e r  t h a n  L e a v e r s ,
2 .  Once i n s t i t u t i o n a l i z e d ,  S t a y e r s  were v i s i t e d  l e s s  o f t e n  
t h a n  L e a v e r s .  T h i s  means t h a t  t h o s e  c h i l d r e n  who r e q u i r e  i n s t i t u ­
t i o n a l  c a r e ,  f o r  w h a te v e r  r e a s o n ,  a r e  l i k e l y  t o  be c u t  o f f  f rom 
s o c i e t y .  S m a l l e r  community f a c i l i t i e s  may i n c r e a s e  t h e  l i k e l i h o o d  o f  
f a m i l y  c o n t a c t  and t h e  o p p o r t u n i t y  f o r  s o c i a l  i n t e g r a t i o n  i n t o  the  
dominant  c u l t u r e  and n o t  t h e  s u b c u l t u r e  o f  a ' t o t a l '  i n s t i t u t i o n  
(Goffman,  1961) such  as  LSS. Burton B l a t t  and o t h e r s  (1979)  have more 
t h a n  a d e q u a t e l y  a rgued  t h i s  p o i n t  which i s  r e i t e r a t e d  he re  t o  empha­
s i z e  t h a t  t h e  prob lem i s  s t i l l  w i th  u s .
3 .  R e g a rd in g  a t t i t u d e s  toward  d e i n s t i t u t i o n a l i z a t i o n  and i t s  
i m p a c t ,  in  g e n e r a l ,  p a r e n t s  r e p o r t e d  t h a t  community p lacem en t  i s ,  or  
would be ( i n  t h e  c a s e  o f  S t a y e r s )  a p o s i t i v e  c h a n g e ,  e s p e c i a l l y  in 
t h e i r  c h i l d r e n ' s  r e l a t i o n s h i p  w i th  a l l  members o f  t h e  f a m i l y  and wi th  
o t h e r s .  L e a v e r s '  p a r e n t s  saw t h e i r  c h i l d r e n ' s  h a p p i n e s s  as g r e a t l y  
improved .  S t a y e r s '  p a r e n t s  t en d e d  n o t  t o  be a b l e  t o  a n t i c i p a t e  the  
outcome.
91
4 .  I t  was h y p o t h e s i z e d  t h a t  i f  h i s t o r i c a l  c o n t e x t  makes a d i f ­
f e r e n c e  in  p e o p l e s '  a t t i t u d e s ,  then  a change in p o l i c y  should  show an 
e f f e c t .  S p e c i f i c a l l y  t h e  y e a r  of  t h e  im p lem e n ta t io n  (1978) o f  t h e  
E d u c a t io n  f o r  All Handicapped C h i ld re n  Act  of  1975 s h o u l d  r e s u l t  in  
d i f f e r e n c e s  between p re -1 9 7 8  and p o s t - 1 9 7 8  d i s c h a r g e  c o h o r t s  f rom LSS. 
Indeed p a r e n t s  whose c h i l d r e n  l e f t  LSS a f t e r  1978,  were  more o p t i ­
m i s t i c  about  t h e i r  c h i l d r e n ' s  p lacem en t  than  p a r e n t s  whose c h i l d r e n  
were p l a c e d  b e f o r e  1978.  In Cha p te r  5 ,  we w i l l  exam ine  the  e f f e c t s  of
t h i s  law on kin s u p p o r t .
5 .  With r e g a r d  t o  n o r m a l i z a t i o n  ideo lo g y ,  we found t h a t  bo th  
groups  s u p p o r t e d  t h e  c o n c e p t s  o f  t h e  deve lopmenta l  m o d e l ,  n o r ­
m a l i z a t i o n  and t h e  l e a s t  r e s t r i c t i v e  a l t e r n a t i v e .  But  with r e g a r d  to
d e i n s t i t u t i o n a l i z a t i o n ,  t h e  two groups d i v e r g e d ,  w i t h  L e a v e r s '  p a r e n t s  
s t r o n g l y  in  s u p p o r t  and S t a y e r s '  p a r e n t s  s t r o n g l y  o p p o s e d .  However , 
o f  t h e  l a t t e r  group whose c h i l d r e n  were a c t u a l l y  now p laced  in t h e  
community,  f i v e  o u t  o f  s i x  were in f a v o r  o f  d e i n s t i t u t i o n a l i z a t i o n .  
Th i s  s u g g e s t s  t h a t  once p a r e n t s  a c t u a l l y  e x p e r i e n c e  t h e i r  c h i l d r e n ' s  
s u c c e s s f u l  community p l a c e m e n t ,  t h e i r  o p p o s i t i o n  m e l t s .  "Seeing  i s  
b e l i e v i n g . "
6 .  The two groups o f  p a r e n t s  were i d e n t i c a l  i n  t h e i r  view t h a t  
f u n d i n g  f o r  community f a c i l i t i e s  i s  n e i t h e r  s e c u r e  n o r  pe rm anen t .  
However ,  L e a v e r s '  p a r e n t s  d i d  b e l i e v e  t h a t  the  s e r v i c e s  t h e i r  c h i l d r e n  
needed  were a v a i l a b l e  in  t h e  community.  S t a y e r s '  p a r e n t s  were l e s s  
c o n f i d e n t  in  community s e r v i c e s  and p e r s o n n e l .
7 .  An a t t i t u d e  s c a l e  was d e v e lo p e d  to  m easu re  t h e  e x t e n t  t o  
which p a r e n t s  were in  f a v o r  o f  n o r m a l i z a t i o n  c o n c e p t s .  The b e s t  p r e ­
d i c t o r s  o f  a h igh  s c o r e  on t h i s  s c a l e  were  p a r e n t s '  b e l i e f s  t h a t  t h e
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s e r v i c e  d e l i v e r y  sys tem  could p r o v i d e  ade qua te  and s e c u r e  c a r e  f o r  
t h e i r  c h i l d r e n  in t h e  community.  A t t i t u d e s  t e n d e d  to  be l e s s  p o s i ­
t i v e ,  t h e  o l d e r  t h e  m o th e r s  and t h e  more r e l i g i o u s  t h e  p a r e n t s .
8 .  In examin ing  t h e  main i s s u e s  r e g a r d i n g  t h e  o p p o s i t i o n  t o  
d e i n s t i t u t i o n a l i z a t i o n ,  r e s u l t s  f rom a 1979 s u r v e y  conduc ted  by two 
p a r e n t s  whose c h i l d  was a t  LSS a t  t h e  t im e ,  and t h e  comments from t h e  
i n t e r v i e w s  we conduc ted  between 1984 and 1985, r e v e a l e d  t h a t  much o f  
t h e  same c o n c e r n s  a b o u t  d e i n s t i t u t i o n a l i z a t i o n  a r e  s t i l l  c o n t r i b u t i n g  
t o  p a r e n t a l  r e s i s t a n c e .
P a r e n t s  a r e  s t i l l  concerned  t h a t  t h e  c l o s i n g  o f  LSS may be p r e ­
m atu re  and t h a t  a f a i l e d  p lacement  may l eave  them burdened w i th  t h e  
f i n a n c i a l ,  p h y s i c a l ,  and emot iona l  c a r e  o f  t h e i r  d i s a b l e d  c h i l d r e n .  
E l d e r l y  p a r e n t s  s t i l l  assume t h a t  t h e r e  a r e  o n l y  two a l t e r n a t i v e s :  
home o r  l a r g e  i n s t i t u t i o n .  No l o n g e r  a b l e  t o  c a r e  f o r  t h e i r  c h i l d r e n ,  
t h e y  f e a r  t h e i r  c h i l d r e n  w i l l  no t  have a s e c u r e  and s a f e  p l a c e  t o  
l i v e ,  a f t e r  t h e y  a r e  d e a d ,  i f  t h e i r  c h i l d r e n  l e a v e  t h e  i n s t i t u t i o n .  
O ther  p a r e n t s  were c o n c e r n e d  abou t  t h e  lack o f  community a c c e p t a n c e  o f  
t h e i r  c h i l d r e n .  However,  p a r e n t s ,  whose c h i l d r e n  have had s u c c e s s f u l  
p l ac e m e n t s  i n  good programs 1n t h e  community,  have  d e s c r i b e d  t h e i r  
s a t i s f a c t i o n  1n s e e i n g  t h e i r  c h i l d r e n  Improve in  s k i l l s ,  s o c i a l  d e v e ­
lopment and blossom w i t h  h a p p i n e s s .
Change in  h i s t o r i c a l  c l i m a t e  canno t  be u n d e r - e s t i m a t e d  as  t h e  
n e c e s s a r y  f i r s t  s t e p  i n  t h e  p r o c e s s  o f  c o m m u n i t i z a t i o n .  In  g e n e ra l  
p a r e n t s  f a v o r  t h e  g o a l s  p r e s c r i b e d  by n o r m a l i z a t i o n  i d e o l o g y .  They 
have been e ncouraged  by P . L . 94-142 a s  any s o c i a l  group would be when 
i t s  members '  r i g h t s  a r e  p r o t e c t e d  by law.  T h e i r  u n d e r s t a n d a b l e
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c a u t i o n  l i e s  w i th  t h e  need o f  p r o p e r  community i m p le m e n ta t io n  o f  t h i s  
l aw ,  which t a k e s  p l a n n i n g ,  o r g a n i z a t i o n ,  and money.
In t h e  c h a p t e r s  t h a t  f o l l o w ,  we w i l l  look a t  t h e  c o r r e l a t e s  of  
k i n  s u p p o r t  and see  how and whether  a t t i t u d e s  and k in  s u p p o r t  a f f e c t  
s u c c e s s f u l  community p lac e m e n t  ou tcom es .  We w i l l  look a t  t h e s e  i s s u e s  
q u a n t i t a t i v e l y  in  C h a p t e r s  5 and 6 and then  q u a l i t a t i v e l y  i n  C hap te r  7 .
CHAPTER 5
KIN SUPPORT: REGRESSION MODELS
The p u rpose  o f  t h i s  c h a p t e r  i s  t o  de te rm ine  t h e  c o r r e l a t e s  o f  p e r ­
c e i v e d  k in  s u p p o r t .  Are t h e r e  c h a r a c t e r i s t i c s  o f  t h e  hand ic apped  
c h i l d  a n d /o r  h i s  f a m i l y  which c o r r e l a t e  wi th  p a r e n t s '  p e r c e p t i o n s  of  
p o s i t i v e  s o c i a l  s u p p o r t  from members of  t h e  e x t e n d e d  f a m i ly ?  What a re  
t h e  d i f f e r e n t i a l  i n f l u e n c e s  o f  t h e s e  c h a r a c t e r i s t i c s ?
Human Resources  o f  Handicapped F a m i l i e s  
In o r d e r  t o  o b t a i n  a p i c t u r e  of  the  human r e s o u r c e s  a v a i l a b l e  
t o  t h e  p a r e n t s  in o u r  s tu d y ,  we a sked  them s e v e r a l  q u e s t i o n s  abou t  the  
s o u r c e s  o f  a s s i s t a n c e  t h e y  cou ld  draw upon o v e r  t h e  y e a r s .  Each 
p a r e n t  was read  a l i s t  o f  p o s s i b l e  r e s o u r c e  g ro u p s  and asked t o  t e l l  
us how f r e q u e n t l y  members o f  each  o f  t h e s e  g ro u p s  gave a s s i s t a n c e .
T h i s  l i s t  in c lu d e d  f a m i l y ,  f r i e n d s ,  n e i g h b o r s ,  c o -w o rk e r s ,  o t h e r  
p a r e n t s ,  c l e r g y ,  d o c t o r s  and " o t h e r . "  P a r e n t s  were asked t o  t e l l  us 
who, in  t h i s  l i s t ,  was t h e  most s u p p o r t i v e  and ,  f i n a l l y ,  t o  r a t e  the  
l e v e l  o f  s u p p o r t i v e n e s s  of  e x t e n d e d  k i n .  T h i s  r a t i n g  was o b t a i n e d  by 
a s k i n g  t h e  q u e s t i o n :  "Would you s a y  t h a t  t h e  s u p p o r t  you have
r e c e i v e d  from e x te n d e d  f a m i ly  members as i t  r e l a t e d  t o  your  d e v e l o p ­
menta l  l y  d i s a b l e d  c h i l d ,  has been :  e x t r e m e ly  s u p p o r t i v e ,  somewhat
s u p p o r t i v e ,  m i l d l y  s u p p o r t i v e ,  n o t  s u p p o r t i v e  a t  a l l ;  [ o r  would  you 
s a y ]  i t  made t h i n g s  worse?"  (See Appendix C . ) T h i s  v a r i a b l e  was 
r e c o d e d  so t h a t ,  in  t h e  r e g r e s s i o n  model ,  t h e  most  p o s i t i v e  answer 
r e c e i v e d  a s c o re  o f  5 and t h e  most  n e g a t i v e ,  a s c o r e  of  one .
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Of n o n - k i n ,  f r i e n d s ,  n e ig h b o r s  and o t h e r  p a r e n t s  were t h e  most  
f r e q u e n t l y  a v a i l a b l e .  P a r e n t s  r e p o r t e d  t h a t  f r i e n d s  s u p p l i e d  d a i l y  
and weekly s u p p o r t ,  whereas  n e ig h b o r s  were somewhat l e s s  a v a i l a b l e  (o r  
l e s s  r e l i e d  up o n ) .  Some o f  t h e  p a r e n t s  had found moral s u p p o r t  and 
i n f o r m a t i o n  from o t h e r  p a r e n t s  o f  d e v e lo p m e n t a l l y  d i s a b l e d  c h i l d r e n  
( e . g .  in m on th ly  g a t h e r i n g s  a t  t h e i r  c h i l d r e n ' s  s choo l  o r  a t  m e e t in g s  
o f  t h e  l o c a l  A s s o c i a t i o n  f o r  R e ta rded  C i t i z e n s . )
P a r e n t s  o f  S t a y e r s  had l i t t l e  o r  no c o n t a c t  w i t h  r e g i o n a l  s e r ­
v i c e s  p r o v i d e r s .  The l a t t e r  u s u a l l y  become in v o lv e d  as  community 
p lacem en t  becomes imminent  bu t  no t  b e f o r e .  P a r e n t s  o f  L e a v e r s ,  on the  
o t h e r  hand,  gave t h e i r  w r i t e - i n  v o t e s  t o  l o c a l  s t a f f  in  t h e i r  c o u n ty  
h o s p i t a l  o r  p r i v a t e  c e n t e r  f o r  s e r v i c e s  f o r  d e v e lo p m e n t a l l y  d i s a b l e d  
p e o p l e .  Twenty -seven p e r  c e n t  r e p o r t e d  t h e y  r e c e i v e d  v a lu a b l e  
a s s i s t a n c e  on a t  l e a s t  a month ly  b a s i s .
The r e s p o n s e s  overw he lm in g ly  p o i n t e d  t o  t h e  f a m i l y  as  t h e  
g r e a t e s t  r e s o u r c e .  F o r t y - n i n e  p e r  c e n t  o f  L e a v e r s '  p a r e n t s  s a i d  t h e y  
r e c e i v e d  d a i l y  a s s i s t a n c e  from t h e i r  f a m i l i e s  and a n o t h e r  8.5% 
r e c e i v e d  a t  l e a s t  weekly a s s i s t a n c e  in  t h e  form o f  b a b y s i t t i n g ,  c h a u f -  
f e u r i n g  o r  a d v ic e  by t e l e p h o n e .  S t a y e r s '  p a r e n t s  r e p o r t e d  39% d a i l y  
h e l p  and a n o t h e r  7.5% r e p o r t e d  h e lp  from t h e i r  f a m i l i e s  on a mon th ly  
b a s i s .  While  L e a v e r s '  p a r e n t s  s a i d  t h e i r  Immediate  f a m i l i e s  were  most  
h e l p f u l ,  S t a y e r s '  p a r e n t s  s a i d  t h e y  r e c e i v e d  t h e  most  s u p p o r t  f rom 
ex te n d e d  k i n .
Of L e a v e r s '  p a r e n t s ,  40.4% r e p o r t e d  t h e i r  k i n  were e x t r e m e l y  
s u p p o r t i v e ;  a n o t h e r  8.8% chose  "somewhat s u p p o r t i v e ; "  19.3% chose  
m i l d l y  s u p p o r t i v e ;  22.8% s a i d  k in  were " n o t  s u p p o r t i v e  a t  a l l " ;  and 
8.8% s a i d  k in  i nvo lve m e n t  "made t h i n g s  w o r s e . "  Of p a r e n t s  o f  S t a y e r s
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54.2% s a i d  t h e i r  k in  were  " e x t r e m e ly  s u p p o r t i v e " ;  20.8% s a i d  k i n  were 
"somewhat  s u p p o r t i v e " ;  16.7% chose  " m i l d l y  s u p p o r t i v e "  and 8.3% sa id  
k in  w e re  "no t  s u p p o r t i v e  a t  a l l * .  Having examined t h e  v a r i a b l e ,  Kin 
S u p p o r t ,  In  i t s  c o n t e x t  o f  o t h e r  p r im a ry  groups and e v a lu a t e d  i t  f o r  
s u f f i c i e n t  v a r i a b i l i t y ,  we now t u r n  t o  t h e  r e g r e s s i o n  e q u a t i o n s  t o  
d i s c o v e r  t h e  s i g n i f i c a n t  c o r r e l a t e s  o f  p e r c e iv e d  k i n  s u p p o r t .
R e g r e s s i o n  Models o f  K1n S u p p o r t  
The R e g r e s s i o n  Equa t ion
In th e  e x p l a n a t i o n  o f  e q u a t i o n  1, each ind ep e n d e n t  v a r i a b l e  
w i l l  be d e s c r i b e d  in  t e r m s  o f  i t s  h y p o t h e s i z e d  r e l a t i o n s h i p  t o  t h e  
d e p e n d e n t  v a r i a b l e ,  i t s  o p e r a t i o n a l i z a t i o n ,  and t h e  r a t i o n a l e  f o r  i t s  
i n i t i a l  i n c l u s i o n  in t h e  e q u a t i o n .  As a n a l y s i s  p roce e de d ,  some of  
t h e s e  v a r i a b l e s  were d ropped  from t h e  e q u a t io n  and o t h e r s  added as 
w i l l  be e x p l a i n e d .  F u r th e r m o r e ,  t h o u g h ,  a t  t h e  o u t s e t ,  t h e  e q u a t i o n  
i s  p r e s e n t e d  as l i n e a r ,  s c a t t e r p l o t s ,  t e s t s  o f  n o r m a l i t y  of  t h e  
d i s t r i b u t i o n s  o f  r e s i d u a l s  and b i v a r i a t e  c o r r e l a t i o n s ,  were used  to  
d e t e c t  t h e  p o s s i b l e  n o n - l i n e a r  f u n c t i o n s  and m u l t i c o l l i n e a r i t y .
The r e g r e s s i o n  e q u a t i o n  i s  o f  t h e  f o l l o w i n g  form:
Y= a + B1X1 + B2X2 . . . + BkXk + e  (1)
Where
Y i s  a measure  o f  kin s u p p o r t ,  ^  ( a l p h a )  i s  t h e  Y I n t e r c e p t ,  
B l-k a r e  r e g r e s s i o n  c o e f f i c i e n t s ,  Xl -k  a r e  t h e  i n d ep e n d e n t  v a r i a b l e s  
h y p o t h e s i z e d  t o  be c o r r e l a t e d  w i th  k i n  s u p p o r t ,  and £  i s  t h e  e r r o r  
t e rm  r e p r e s e n t i n g  u n e x p l a i n e d  v a r i a n c e .
Y, Kin S u p p o r t .  The q u e s t i o n  used to  m e a s u r e  kin s u p p o r t  
a p p e a r s  a t  t h e  o u t s e t  o f  t h i s  c h a p t e r .  The main l i m i t a t i o n  o f
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m easu r ing  k i n  s u p p o r t  by t h e  use o f  a o n e - s h o t  s u rv e y  q u e s t i o n  i s  t h a t  
p a re n t s *  p e r c e p t i o n  o f  k in  s u p p o r t  i s  s u b j e c t  t o  t h e  i n f l u e n c e s  of  t h e  
v i c i s s i t u d e s  o f  h i n d s i g h t .  For exam p le ,  t h e  p r e s e n t  e m o t iona l  t e n o r  
o f  a p a r e n t ' s  r e l a t i o n s h i p  w i th  e x t e n d e d  f a m i ly  members may c o l o r  
h i s / h e r  a s s e s s m e n t  o f  o v e r a l l  s u p p o r t  r e n d e r e d  ove r  a p e r i o d  o f  y e a r s .  
The t ime f r a m e ,  "over  t h e  y e a r s , "  i s  vague and v a r i e s  from one f a m i ­
l y ' s  s i t u a t i o n  t o  t h e  n e x t .  One p a r e n t  may a s s e s s  kin s u p p o r t  given 
d u r in g  th e  c h i l d ' s  e a r l y  y e a r s  w h i l e  a n o th e r  may emphasize a t ime 
c l o s e r  t o  t h e  p r e s e n t .  Yet t o  c a l l  f o r  a g e n e ra l  e v a l u a t i o n  o f  any 
r e l a t i o n s h i p  i s  not  an unusual  o c c u r r e n c e  in human e x p e r i e n c e .  We a re  
c o n t i n u a l l y  we igh in g  our  r e l a t i o n s h i p s  in te rms  o f  p a s t  and c u r r e n t  
s h a r e d  e v e n t s .  We a re  l i k e l y  t o  m a i n t a i n  f r i e n d s h i p s  t h a t  a r e  rocky 
a t  p r e s e n t  on t h e  b a s i s  o f  p a s t  e v e n t s  t h a t  make us e t e r n a l l y  g r a t e ­
f u l .  We eschew o t h e r s  because  o f  an a c t i o n  which o v e r r i d e s  any k in d ­
n e s s  t h a t  a p e r s o n  may have bestowed in t h e  p a s t .  Marsdan and 
Campbell (1984)  found t h a t  t h e  b e s t  measure  o f  f r i e n d s h i p  t i e s — i f  we 
can l i k e n  k i n  s u p p o r t  t o  f r i e n d s h i p —was th e  p e r s o n ' s  own a s ses sm en t  
o f  " c l o s e n e s s "  o r  i n t e n s i t y  o f  f r i e n d s h i p  and no t  any o b j e c t i v e  
m easu res  o f  f r e q u e n c y  o f  c o n t a c t  or  d u r a t i o n  o f  t h e  r e l a t i o n s h i p .
S i n c e  " f e l t "  o r  " p e r c e i v e d "  s u p p o r t  i s  an e n t i r e l y  s u b j e c t i v e  
e x p e r i e n c e ,  p e r c e i v e d  k in  s u p p o r t  i s  ju d g ed  t o  be t h e  b e s t  measure 
a v a i l a b l e  o f  t h i s  v a r i a b l e .  In Cha p te r  7 ,  c a s e  m a t e r i a l  w i l l  shed 
l i g h t  on t h e  n a t u r e  and p r o c e s s e s  o f  k in  s u p p o r t ,  who gave i t ,  and 
d u r i n g  what  p e r i o d s  o f  t i m e .
Note t h a t  t h r o u g h o u t  the  d i s c u s s i o n ,  t h i s  v a r i a b l e  i s  r e f e r r e d  
t o  from h e re o n  by t h e  s h o r t h a n d  te rm " k in  s u p p o r t , "  but  i t  must  be
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k e p t  in mind t h a t  t h e  v a r i a b l e  i s  a c t u a l l y  t h e  p a r e n t s '  r e p o r t  o f  
t h e i r  e v a l u a t i o n  of  t h e  l e v e l  o f  s u p p o r t .
As o r i g i n a l l y  p o s e d ,  t h e  h y p o th e s e s  a r e  as  f o l l o w s :
XI, Fam i ly  S i z e . The l a r g e r  t h e  f a m i ly  s i z e ,  t h e  g r e a t e r  t h e  
k i n  s u p p o r t .  One way XI i s  measured i s  by p a r e n t s '  r e p o r t s  o f  number 
o f  peop le  l i v i n g  a t  home a t  t h e  t im e  o f  t h e i r  c h i l d r e n ' s  a d m is s io n  and 
a t  f i r s t  community p l a c e m e n t .
I t  i s  r e a s o n e d  t h a t  l a r g e  f a m i l i e s ,  t hough  g e n e r a l l y  lower in 
m a t e r i a l  r e s o u r c e s  enge nde r  more s o c i a l  s u p p o r t  in  t h e  k in  n e tw o rk .  
Bahr has n o t e d  t h a t ,  " I n  g e n e r a l ,  t h e r e  seems t o  be a d i r e c t  a s s o ­
c i a t i o n  between  number o f  c h i l d r e n  and a f f i r m a t i o n  o f  k in  o b l i g a t i o n s "  
( 1 9 7 6 : 7 6 ) .  However, he p o i n t s  ou t  t h a t  mothers  o f  l a r g e  f a m i l i e s  have 
e x p e r i e n c e d  g r e a t e r  d i f f i c u l t y  in  m ee t in g  t h e s e  o b l i g a t i o n s  due t o  
t h e i r  r e s p o n s i b i l i t i e s  a t  home. Even though t h i s  may r e s u l t  in  fewer  
e x c h a n g e s ,  t h e s e  f e l t  o b l i g a t i o n s  most  l i k e l y  p roduce  a c l i m a t e  of  
g r e a t e r  s u p p o r t .
X2, Age o f  M o the r . The younger  t h e  mother  a t  t h e  b i r t h  o f  her  
c h i l d ,  t h e  g r e a t e r  t h e  k i n  s u p p o r t .  The m o t h e r ' s  age a t  t h e  b i r t h  of  
h e r  c h i l d  i s  de te rm in e d  by t h e  y e a r  o f  t h e  m o t h e r ' s  b i r t h  s u b t r a c t e d  
f rom t h e  y e a r  o f  t h e  c h i l d ' s  b i r t h .  I t  i s  r e a s o n e d  t h a t  younger  
m o the r s  a r e  more l i k e l y  t o  have c o n t a c t  with t h e i r  r e l a t i v e s  in  o r d e r  
t o  o b t a i n  and r e c e i v e  s u p p o r t  t h a n  o l d e r  m o t h e r s .
X3. F a t h e r  in  t h e  Home. When t h e  c h i l d ' s  p a r e n t s  a r e  m a r r i e d  
t o  each o t h e r ,  t h e r e  i s  more s u p p o r t .  The v a r i a b l e  was d i c h o to m iz e d  
where  0 s i g n i f i e s  " no t  m a r r i e d  t o  c h i l d ' s  f a t h e r "  and 1 s i g n i f i e s  
“m a r r i e d  t o  t h e  c h i l d ' s  f a t h e r "  (measured  bo th  a t  t h e  t im e  o f  
a d m is s ion  and a t  t h e  t i m e  o f  p l a c e m e n t . )
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M a r i t a l  s t a b i l i t y  has  been found  t o  be an im p o r ta n t  r e s o u r c e
wi th  r e g a r d  t o  t h e  r e d u c t i o n  o f  s t r e s s .  Most a u t h o r s  have found t h a t
m a r r i e d  p e r s o n s  e x p e r i e n c e  somewhat l e s s  s t r e s s  t h a n  unmarr ied  
p e r s o n s — even though  s t r e s s  in  m a r r i e d  women i s  h i g h e r  th a n  in  m a r r i e d  
men, i t  i s  s t i l l  lower  t h a n  t h a t  o f  unmarr ied  women (Dohrenwend,  
e t .  a l . ,  1980 ) .  With t h e  a d d i t i o n  o f  a d i s a b l e d  c h i l d ,  m a r i t a l  s t a b i ­
l i t y  i s  a t  g r e a t e r  r i s k  among m a r r i a g e s  t h a t  a r e  a l r e a d y  u n s t a b l e  
( F a r b e r ,  1959,  Ga th ,  1978) .  T h e re  i s  a l s o  a p o s s i b i l i t y  t h a t  t h e  p r e ­
se n c e  o f  t h e  f a t h e r  in  t h e  home w i l l  have a d i f f e r e n t i a l  e f f e c t  upon 
k in  s u p p o r t  depend ing  upon t h e  gende r  o f  t h e  c h i l d .  Th is  w i l l  be 
e x p l o r e d  l a t e r  in  a s e p a r a t e  s e c t i o n  o f  t h i s  c h a p t e r .
X4, The P r o p o r t i o n  of  S i s t e r s  in  t h e  F a m i l y . The g r e a t e r  t h e
p r o p o r t i o n  of  s i s t e r s ,  t h e  g r e a t e r  t h e  kin s u p p o r t .
S i n c e  women a r e  s t i l l  t h e  p r im a ry  c a r e g i v e r s  in  t h i s  s o c i e t y  
(Y a n a g i s a k o ,  1977; Genovese,  1 9 8 3 ) ,  i t  was r e a s o n e d  t h a t  t h e  g r e a t e r  
t h e  number of  f e m a le s  in  t h e  f a m i l y ,  t h e  g r e a t e r  t h e  p o t e n t i a l  r e s o u r ­
ces  f o r  c a r e  o f  t h e  ha nd icapped  c h i l d .  However, a measure o f  t h e  
s h e e r  number o f  s i s t e r s  i s  h i g h l y  c o r r e l a t e d  wi th  f a m i l y  s i z e  ( r = . 6 3 ,  
p < . 0 0 1 ) .  By u s in g  a p r o p o r t i o n ,  we reduc e  t h e  r i s k  o f  m u l t i  co l  l i ­
n e a r i t y  bu t  p r e s e r v e  t h e  im p o r t a n t  key f e a t u r e  o f  t h e  h y p o t h e s i s ,  
t h a t ,  when i t  comes t o  s u p p o r t ,  f e m a le s  a r e  t h e  main c o n t r i b u t o r s .
Th i s  v a r i a b l e  has  t h r e e  v e r s i o n s :  t h e  p r o p o r t i o n  o f  s i s t e r s  i n  t h e
ho u s e h o ld  a t  t h e  t i m e  o f  a d m is s io n  and t h e  t i m e  o f  pl acement  and t h e  
t o t a l  p r o p o r t i o n  o f  s i b l i n g s  who a r e  s i s t e r s ,  a t  home or  n o t .  By 
u s ing  t h i s  l a s t  m e a s u r e ,  i t  i s  p o s s i b l e  t o  t e s t  whe the r  s i s t e r s  p e r  s e  
or  s i s t e r s  in  t h e  h o use ho ld  i s  most  i m p o r t a n t .  S i s t e r s  who have  moved 
out  o f  t h e  h o u se ho ld  a r e  s t i l l  c o n s i d e r e d  p a r t  o f  t h e  k in  ne twork and
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may, because  t h e y  have r e a c h e d  a d u l t h o o d ,  be even more l i k e l y  t o  be in 
a p o s i t i o n  t o  o f f e r  s u p p o r t  t o  t h e  f a m i ly .
X5, Soc ioeconomic S t a t u s  (SES). The h i g h e r  t h e  SES, t h e  l e s s  
t h e  k in  s u p p o r t .  SES i s  m easured  by t h e  f a t h e r s '  and m o t h e r s '  o c c u p a ­
t i o n s  as  l i s t e d  in  t h e  1980 U.S.  Census o c c u p a t i o n  codes and then  
a s s i g n i n g  t h i s  code t h e  r e s p e c t i v e  Nam-Powers S t a t u s  Score  ( s e e  
C ha p te r  3 ) .  There  a r e  s e v e r a l  measures  o f  t h e  v a r i a b l e  t h a t  were 
t e s t e d :  t h e  f a t h e r s '  s c o r e  a t  chi I d s '  a dm is s ion  t o  LSS and a t  t h e
t i m e  o f  t h e  f i r s t  community p l a c e m e n t ,  and t h e  m o t h e r s '  s c o r e  b e f o r e  
m a r r i a g e  and h e r  s c o r e  o f  h e r  most  r e c e n t  o c c u p a t i o n ;  t h e  m o th e r s '  and 
f a t h e r s '  l e v e l s  o f  e d u c a t i o n  were a l s o  used as  i n d i c a t o r s  o f  SES.
O r i g i n a l l y  i t  was r e a s o n e d  t h a t  a t  h i g h e r  SES l e v e l s ,  t h e r e  i s  
a g r e a t e r  t e n d e n c y  on t h e  p a r t  o f  t h e  f a m i l i e s  t o  r e l y  on p r o f e s s i o n a l s  
when d e a l i n g  w i t h  t h e  d i f f i c u l t i e s  c o nc e rn ing  t h e i r  d i s a b l e d  c h i l d .
T h i s  r e l i a n c e  was expe c te d  t o  r e d u c e  k in  s u p p o r t .  P r o f e s s i o n a l s  
(Gabel  and K o t s c h ,  1981) and p a r e n t s  ( e . g .  F e a t h e r s t o n e ,  1980) have 
r e p o r t e d  t h a t  p r o f e s s i o n a l s  t e n d  t o  focus  on t h e  c h i l d  o r ,  a t  b e s t ,  
work w i th  t h e  mother  and t h e  c h i l d  around programming and t r e a t m e n t .  
T h i s  c a u s e s  m o th e r s  t o  become " e x p e r t s "  t o  such  an e x t e n t  as  t o  c r e a t e  
a gap between h e r  and t h e  r e s t  o f  h e r  f a m i l y .
Ano the r  measure o f  SES i s  l e v e l  o f  e d u c a t i o n .  S in c e  e d u c a t i o n  
t e n d s  t o  be c o r r e l a t e d  w i t h  t h e  a b i l i t y  t o  use  r e s o u r c e s  ( F a r b e r ,
1 9 6 8 ) ,  we m ig h t  e x p e c t  t h a t  t h e  more educ a te d  p a r e n t s  a r e ,  t h e  more 
s u p p o r t  t h e y  m ig h t  o b t a i n  from t h e i r  f a m i l i e s .  Among working  c l a s s  
f a m i l i e s ,  f o r  exa mple ,  Komarovsky (1962)  found t h a t  h igh schoo l  g r a ­
d u a t e s  seemed t o  have more c o n g e n ia l  r e l a t i o n s h i p s  w i th  t h e i r  own 
p a r e n t s  and w i t h  t h e i r  p a r e n t s - i n - l a w  than  l e s s  e d u c a t e d  p e o p l e .
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X6, Impor tance  o f  R e l i g i o n . The g r e a t e r  t h e  impor tance  o f  r e l i ­
g i o n ,  t h e  g r e a t e r  t h e  r e p o r t e d  l e v e l  o f  k in  s u p p o r t .  Impor tance  o f  
r e l i g i o n  i s  measured by t h e  q u e s t i o n  “ How im p o r ta n t  i s  your  r e l i g i o n  
t o  you?"  w i th  a f i v e - p o i n t  o r d in a l  s c a l e  of r e s p o n s e  c a t e g o r i e s .
(See Appendix C, S e c t i o n  B, q u e s t i o n  2 9 . )
Glock and S t a r k  (1965)  have p o i n t e d  out  t h a t  t h e r e  i s  g e n e r a l  
agreement  among t h e  v a r i o u s  r e l i g i o n s  t h a t  r e l i g i o u s  commitment s hou ld  
have consequences  f o r  t h e  d a i l y  l i f e  o f  t h e  b e l i e v e r .  The r e l i g i o u s  
o u t lo o k  h a s  been a l s o  i d e n t i f i e d  among f a m i ly  t h e o r i s t s  as a f a m i l y  
cop ing  r e s o u r c e  f o r  r e d e f i n i n g  t h e  s i t u a t i o n  of  r a i s i n g  a h a nd ic a ppe d  
c h i l d  w i t h  g r e a t e r  o p t im is m  (McCubbin, e t .  a l , ,  1 9 8 2 ) .  Should r e s u l t s  
s u p p o r t  t h i s  h y p o t h e s i s ,  such c o n f i r m a t i o n  may no t  be due t o  any d i f ­
f e r e n c e s  i n  a c t u a l  s u p p o r t ,  but  may be due t o  t h e  r e s p o n s e  on t h e  p a r t  
o f  t h e  p a r e n t s  of  g r e a t e r  t h a n k f u l n e s s  ( a s  an a t t r i b u t e  of  
r e l i g i o s i t y ) .
X7, C h i l d ' s  G e n d e r . I f  t h e  c h i l d  i s  a g i r l ,  k i n  a r e  more 
l i k e l y  t o  be s u p p o r t i v e .  Fa rber  (1959)  has  shown t h a t  d i s a b l e d  boy 
c h i l d r e n  a r e  more l i k e l y  t o  be i n s t i t u t i o n a l i z e d  and t h a t  t h e r e  i s  a 
g r e a t e r  s e n s e  of f u t i l i t y  on t h e  p a r t  o f  t h e i r  p a r e n t s .  I t  i s  
r e a s o n e d  t h a t  t h i s  o v e r a l l  d i s a p p o i n tm e n t  c a r r i e s  o v e r  i t s  i n f l u e n c e  
t o  k i n .  T h i s  d i s a p p o i n t m e n t  may a l s o  t e n d  t o  p r e c l u d e  p a r e n t s '  d e s i r e  
f o r  s u p p o r t  from k in  a n d / o r  i n f l u e n c e  t h e i r  p e r c e p t i o n  o f  k in  as  
u n s u p p o r t i v e  as  in  t h e  p s y c h o l o g i c a l  phenomenon o f  p r o j e c t i o n .
X8, D i a g n o s i s . The g r e a t e r  t h e  r e t a r d a t i o n ,  t h e  l e s s  t h e  k i n  
s u p p o r t .  As measured by t h e  r e p o r t e d  AAMD (American A s s o c i a t i o n  on 
Mental D e f i c i e n c y )  d i a g n o s i s  in t h e  LSS c l i n i c a l  r e c o r d s ,  d i a g n o s i s  i s
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one i n d i c a t o r  o f  l e v e l  o f  i n t e l l i g e n c e  and c o n c o m i t t a n t  b e h a v i o r a l  and 
medical  p r o b le m s .
As r e t a r d a t i o n  i n c r e a s e s ,  t h e r e  i s  a g r e a t e r  l i k e l i h o o d  of  
extended p r o f e s s i o n a l  invo lvem en t  which t e n d s  t o  p r e c l u d e  in fo r m a l  
i n t e r v e n t i o n s  ( B l a c h e r ,  1 9 8 4 :3 2 ) .  O r i g i n a l l y  a number o f  o t h e r  med i ­
c a l  and b e h a v i o r a l  c h a r a c t e r i s t i c s  were t e s t e d  i n  t h e  e q u a t i o n ,  such 
as  l e v e l  o f  speech  i m p a i r m e n t ,  t h e  number o f  m ajo r  medical  c o n d i t i o n s ,  
t h e  c h i l d ' s  a b i l i t i e s  w i t h  r eg a rd  t o  ambu la t ion  and v a r i o u s  s e l f - c a r e  
s k i l l s ,  such  as  t o i l e t i n g ,  d r e s s i n g  and f e e d i n g .  However, a l l  t h e s e  
v a r i a b l e s  a r e  h i g h ly  c o r r e l a t e d  w i th  t h e  AAMD d i a g n o s i s .  T h e r e f o r e ,  
t h i s  l a t t e r  v a r i a b l e  was chosen as t h e  most p a r s im o n io u s  r e p r e s e n ­
t a t i o n  o f  t h e  c h i l d ' s  m ed ic a l  and b e h a v i o r a l  p r o f i l e .
X9, Year  o f  F i r s t  Community P l a c e m e n t . The more r e c e n t  t h e  
y e a r  of  p l a c e m e n t ,  t h e  g r e a t e r  t h e  k i n  s u p p o r t .  Th i s  v a r i a b l e  i s  
measured by t h e  y e a r  o f  t h e  c h i l d ' s  f i r s t  community p lacement  r e p o r t e d  
and c o r r o b o r a t e d  by LSS c l i n i c a l  r e c o r d s ,  s e r v i c e  p r o v i d e r  and p a r e n t  
i n t e r v i e w s .
T h i s  v a r i a b l e  i s  p a r t i c u l a r l y  im p o r t a n t  b e c a u s e  i t  e n a b l e s  us 
t o  t ak e  i n t o  accoun t  t h e  e f f e c t s  o f  h i s t o r i c a l  c o n t e x t  upon f a m i l y  
i n t e r a c t i o n .  By 1978, New Hampshire began t o  e n f o r c e  PL94-142.  Thus,  
c h i l d r e n  l e a v i n g  LSS in  mos t  r e c e n t  y e a r s ,  have been r e c i p i e n t s  o f  
more p r o f e s s i o n a l  s e r v i c e s  in  t h e  community ( M a l lo r y  and H e r r i c k ,
1986) .  As d e i n s t i t u t i o n a l i z a t i o n  and n o r m a l i z a t i o n  i d e o l o g y  t a k e  h o l d ,  
i t  i s  e x p e c t e d  t h a t  i n f o r m a l  s u p p o r t  w i l l  i n c r e a s e .
X10, S t a y e r s . S t a y e r s  i s  a c e n t r a l  v a r i a b l e  t h a t  i s  I n t r o d u c e d  
i n t o  t h e  e q u a t i o n  t o  t e s t  whether  k i n  s u p p o r t  i s  i n f l u e n c e d  by t h e  
d i f f e r e n t  e x p e r i e n c e s  o f  f a m i l i e s  o f  Leaver s  and S t a y e r s  ( d e s c r i b e d  in
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Ch a p te r s  3 and 4 ) .  The v a r i a b l e  i s  measured by cod in g  t h e  i d e n ­
t i f i c a t i o n  numbers a s s i g n e d  t o  Leavers  as  0 and cod ing  t h o s e  o f  
S t a y e r s  as  1.
Data S o u rc es
Except  f o r  c h i l d ' s  d i a g n o s i s  and y e a r  o f  p l a c e m e n t ,  which 
were o b t a i n e d  from t h e  LSS r e c o r d s  and s e r v i c e  p r o v i d e r  i n t e r v i e w s ,  
a l l  v a r i a b l e s  a r e  measured  u s in g  d a t a  f rom t h e  p a r e n t  i n t e r v i e w s .
(See T a b l e  4 . 2 . )  I t  s hou ld  a l s o  be m ent ioned  t h a t  t h e  sample s i z e
i s  r e d u c e d  in  t h e  r e g r e s s i o n  e q u a t i o n s  due t o  m is s in g  d a t a .
R e g r e s s io n  Method
R e g r e s s i o n  a n a l y s e s  w ere  conduc ted by e n t e r i n g  a l l  t h e  i n d e ­
pendent  v a r i a b l e s  s i m u l t a n e o u s l y  because  t h i s  i s  t h e  s i m p l e s t  and most 
d i r e c t  method of  d e t e r m i n i n g  t h e  r e l a t i v e  c o r r e l a t i o n a l  s t r e n g t h s  
among t h e  v a r i a b l e s  h y p o t h e s i z e d  to  i n f l u e n c e  kin s u p p o r t .
At  t h e  o u t s e t ,  i t  s h o u ld  be c a u t i o n e d  t h a t  i n t e r p r e t a t i o n s  o f
r e s u l t s  a r e  t e n t a t i v e  owing t o  t h e  small  s i z e  o f  t h e  sample and t h e  
f a c t  t h a t  p a r t i c i p a n t s  were n o t  chosen c o m p l e t e l y  random ly ,  as 
e x p l a i n e d  in  C h a p t e r s  2 and 3 .  ( S t a y e r s  i n  t h i s  s t u d y ,  f o r  example ,  
a r e  f a i r l y  t y p i c a l  .of  t h e  p o p u l a t i o n  t h a t  s t a y e d  p a s t  t h e i r  2 1 s t  
b i r t h d a y  a t  LSS, b u t  t h e i r  p a r e n t s  t ended  t o  be somewhat more i n v o lv e d  
in  o v e r s e e i n g  t h e i r  c h i l d r e n ' s  p r o g r e s s  t h a n  i s  t y p i c a l  o f  t h o s e  o f  
t h e  LSS p o p u l a t i o n  o f  s t a y e r s . )  In no way a r e  t h e  r e s u l t s  t o  be 
g e n e r a l i z e d  to  d e v e l o p m e n t a l l y  d i s a b l e d  p e o p l e - a t - l a r g e  o r  even a l l  
i n s t i t u t i o n a l i z e d  p e o p l e .  However , the  r e s u l t s  p r e s e n t e d  h e re  may be 
compared t o  t h e  n a t i o n a l  e x p e r i e n c e .  R eade rs  f a m i l i a r  w i th  t h e  
r e s u l t s  o f  s i m i l a r  s t u d i e s  w i l l  f i n d  t h e s e  r e s u l t s  t o  be in  k e e p in g  
w i th  n a t i o n a l  t r e n d s .
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T a b l e  5 . 1 a  C o r r e l a t e s  o f  Kin Suppor t  Using S t a n d a r d i z e d  (and 
U n s t a n d a r d i z e d )  R e g r e s s io n  C o e f f i c i e n t s
Independen t
V a r i a b l e s At Admission At P lacement
D ia g n o s i s - . 1 4 - . 2 7 *
( - . 2 0 ) ( - . 3 6 )
Female C h i ld .29* .46***
( . 8 4 ) ( 1 .3 8 )
F a t h e r  in  t h e  Home .12 - . 2 0
( . 4 8 ) ( - . 6 7 )
Year of  Adm iss ion / - . 1 4 .50***
Placement ( - . 0 4 ) ( . 1 3 )
P r o p o r t i o n  o f  S i s t e r s .02 .26***
in  t h e  Household ( . 0 6 ) ( . 9 3 )
M othe rs '  E d u c a t io n .26+ .11
( . 3 2 ) ( . 1 3 )
F a t h e r s '  SES - . 0 5 .26
( - . 0 0 3 ) ( . 0 2 )
M oth er ’ s  Age a t .07 .03
C h i l d ' s  B i r t h ( . 0 2 ) ( . 0 1 )
Impor ta nce  o f  R e l ig i o n .08 - . 0 3
( . 0 9 ) ( - . 0 3 )
Family  S i z e - . 0 0 4 .11
( - . 0 0 3 ) ( . 1 0 )
Rsq .26 .56
Adj Rsq .12 .44
N= 66 48
F= 1.91+ 4 .6 9***
+p£. 10 *p< .05  **p< .01 ***p£  ."(501
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Kin Support  a t  Time of Adm iss ion  and P lacement
T a b l e  5 . 1 a  shows t h e  r e s u l t s  o f  two models o f  r e g r e s s i o n ,  w i th  
k in  s u p p o r t  a s  t h e  d e pe nden t  v a r i a b l e  p ro d u ce d  by e n t e r i n g  s i m u l t a ­
neous ly  a l l  h y p o t h e s i z e d  r e l e v a n t  v a r i a b l e s .  These m odels  i nc lude  
in depe nde n t  v a r i a b l e s  p e r t a i n i n g  to  t h e  t i m e  of  admiss io n  o f  the  c h i l d  
t o  LSS and t h e  t ime of  p l a c e m e n t  from LSS t o  the  community.  They a r e :  
F a t h e r  in  t h e  home, t h e  p r o p o r t i o n  o f  s i b l i n g s  who a r e  s i s t e r s  l i v i n g  
in  t h e  h o u s e h o l d ,  f a t h e r ' s  SES, m o t h e r ' s  e d u c a t i o n ,  m o t h e r ' s  age a t  
t h e  t ime h e r  c h i l d ' s  b i r t h ,  t h e  im por tance  o f  r e l i g i o n ,  and the  s i z e  
o f  the  h o u s e h o l d .  The v a r i a b l e s  d e s c r i b i n g  th e  c h i l d ' s  c h a r a c ­
t e r i s t i c s  a r e  gender  and d i a g n o s i s .
W herever  p o s s i b l e  a s e p a r a t e  m e a s u r e  of  the  i n d ep e n d e n t  
v a r i a b l e  was used  a t  t ime  o f  admission and  t ime  of  p l a c e m e n t .  Thus, 
f a t h e r  in t h e  home, yea r  o f  a d m i s s io n / p l a c e m e n t  (which p l a c e s  the  
models  in h i s t o r i c a l  c o n t e x t ) ,  p r o p o r t i o n  o f  s i s t e r s  in  t h e  h ouse ho ld ,  
and fam i ly  s i z e  were m easu red  a t  the two t im e  p e r i o d s .  The impor tance  
o f  r e l i g i o n ,  f a t h e r ' s  SES, m o t h e r ' s  e d u c a t i o n ,  and t h e  c h i l d ' s  c h a r a c ­
t e r i s t i c s  were i d e n t i c a l  in  both e q u a t i o n s  in  o rder  t o  p r e v e n t  d r a s t i c  
r e d u c t i o n s  i n  sample s i z e .  For  example,  by the  t ime c h i l d r e n  were 
p l a c e d  in t h e  community, many f a t h e r s  had r e t i r e d ,  so f a t h e r ' s  SES a t  
placement  would  have c aused  m is s in g  d a t a  i n  the  c o r r e l a t i o n  m at r ix  
upon which t h e  r e g r e s s i o n  r u n s  were b a s e d .
The r e g r e s s i o n  c o e f f i c i e n t s  in T a b l e  5 .1 a ,  i n d i c a t e  t h a t  a t  
t h e  t ime o f  a d m i s s io n ,  k i n  s u p p o r t  i s  s i g n i f i c a n t l y  c o r r e l a t e d  wi th  
t h e  c h i l d ' s  g e n d e r  and t h e  m o t h e r ' s  e d u c a t i o n .  When t h e  c h i l d  i s  a 
g i r l ,  k in s u p p o r t  i s  l i k e l y  t o  be g r e a t e r  t h a n  when t h e  c h i l d  i s  a
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boy .  The r e s u l t s  a l s o  s u g g e s t  t h a t ,  a t  t h e  t im e  o f  a d m i s s io n ,  t h e  
h i g h e r  t h e  m o t h e r ' s  l e v e l  o f  e d u c a t i o n ,  t h e  g r e a t e r  t h e  k in  s u p p o r t ,  
a l l  o t h e r  i n f l u e n c e s  h e ld  c o n s t a n t  (Ad j .  R s q .* .1 2 ;  p < . 1 0 ) .  
F u r th e r m o r e ,  i t  a p p e a r s  t h a t  f a t h e r s '  p r e s e n c e  1n t h e  home has a more 
p o s i t i v e  e f f e c t  f o r  s u p p o r t  when t h e  c h i l d  i s  young t h a n  a t  p l a c e m e n t .
At t h e  t i m e  o f  p l a c e m e n t ,  t h e  v a r i a b l e s  s i g n i f i c a n t l y  c o r r e ­
l a t e d  w i th  p e r c e i v e d  l e v e l  o f  k in  s u p p o r t  a r e  g e n d e r ,  d i a g n o s i s ,  y e a r  
o f  p lacem en t ,  and t h e  p r o p o r t i o n  o f  s i s t e r s  l i v i n g  i n  t h e  h o u s e h o ld .  
These  v a r i a b l e s  e x p l a i n  n e a r l y  h a l f  t h e  v a r i a n c e  o f  t h e  de penden t  
v a r i a b l e  (A d j .  R s q . = . 4 4 ) .  From t h e s e  f o u r  c o e f f i c i e n t s  ( u s i n g  s t a n ­
d a r d i z e d  b e t a s ) ,  t h e  f o l l o w i n g  s t a t e m e n t s  can be made: 1) when t h e
c h i l d  i s  a g i r l ,  k in  s u p p o r t  i s  l i k e l y  t o  be h i g h e r  t h a n  i f  t h e  c h i l d  
w e re  a boy.  2)  As t h e  c h i l d ' s  r e t a r d a t i o n  i n c r e a s e s ,  k in  s u p p o r t  
d e c r e a s e s .  Fo r  example,  i f  one  c h i l d  i s  d i a g n o s e d  m i l d l y  r e t a r d e d  and 
a n o t h e r  i s  d i a g n o s e d  p r o f o u n d l y  r e t a r d e d ,  t h e  p a r e n t  o f  t h e  p r o f o u n d l y  
r e t a r d e d  c h i l d  i s  more l i k e l y  t o  r e p o r t  a lower e s t i m a t i o n  o f  k in  s u p ­
p o r t  than  t h e  p a r e n t  of  t h e  m i l d l y  r e t a r d e d  c h i l d .  3) The l a t e r  t h e  
y e a r  o f  community p l a c e m e n t ,  t h e  g r e a t e r  t h e  k in  s u p p o r t ,  a l l  o t h e r  
v a r i a b l e s  h e l d  c o n s t a n t .  4)  The g r e a t e r  t h e  p r o p o r t i o n  o f  s i s t e r s  in 
t h e  h o u s e h o ld ,  t h e  g r e a t e r  t h e  k in  s u p p o r t .
All  t h e  i n d e p e n d e n t  v a r i a b l e s  i n  t h e  e q u a t i o n s  a r e  c o r r e l a t e d  
w i t h  k in  s u p p o r t  i n  t h e  e x p e c t e d  d i r e c t i o n .  Let  us look  a t  t h e  s t a ­
t i s t i c a l l y  s i g n i f i c a n t  i n d e p e n d e n t  v a r i a b l e s  o u t l i n e d  above in  t u r n .  
Gender
The h y p o t h e s i s  t h a t  f a m i l i e s  o f  f e m a le  hand ic apped  
c h i l d r e n  w i l l  r e c e i v e  g r e a t e r  k i n  s u p p o r t  i s  u p h e ld .  Th i s  f i n d i n g  i s
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c o n s i s t e n t  w i th  t h e  f a c t  t h a t  t h e r e  a r e  g e n e r a l l y  more males  in i n s t i ­
t u t i o n s  t h a n  f e m a le s .  L in s k y  (1970)  has  shown t h a t  males  who a r e  men­
t a l l y  i l l  a r e  more l i k e l y  t o  be p l a c e d  in an i n s t i t u t i o n  than  f e m a le s .  
MacMillan has  o b s e r v e d ,  " In  v i r t u a l l y  e v e r y  program s e r v i n g  c h i l d r e n  
w i th  l e a r n i n g  and b e h a v i o r  p rob le m s ,  t h e r e  a r e  more males  than  fema­
l e s .  Mental  r e t a r d a t i o n  i s  no e x c e p t i o n :  The number o f  males
d iagnosed  as  m e n t a l l y  r e t a r d e d  e x c ee d s  t h e  number o f  f e m a le s .  . . . "  
(1982 :6 9)  These d i f f e r e n c e s  a r e  a t t r i b u t e d  t o  g e n e t i c  and s o c i a l i z a ­
t i o n  d i f f e r e n t i a l s .
I t  i s  b e l i e v e d  t h a t  o f t e n  s e v e r e  and p rofound  r e t a r d a t i o n  a r e  
t h e  r e s u l t  o f  r e c e s s i v e  geno types  which i n c r e a s e  t h e  l i k e l i h o o d  o f  
t h e s e  c o n d i t i o n s  among m a l e s .  However, sex r o l e  s o c i a l i z a t i o n  d i f ­
f e r e n t i a l s  compound t r e a t m e n t  d i f f i c u l t i e s  f o r  m a l e s .  Since boys a r e  
s o c i a l i z e d  t o  be more a g g r e s s i v e  (Maccoby and J a c k l i n ,  1974) ,  r e t a r d e d  
boys a r e  l i k e l y  t o  become more unmanageable  than  d o c i l e ,  w e l l - b e h a v e d ,  
r e t a r d e d  g i r l s .  Th i s  s i t u a t i o n  most  l i k e l y  p r e c i p i t a t e s  e a r l i e r  
d e t e c t i o n  r e s u l t i n g  in  e a r l i e r  and lo n g e r  i n s t i t u t i o n a l i z a t i o n  f o r  
boys than  g i r l s .
A no the r  e x p l a n a t i o n  may be t h a t  i t  i s  e a s i e r  t o  c a r e  f o r  and 
s u p p o r t  a c h i l d  who i s  a g i r l  because  o f  t h e  d i f f e r e n t i a l  e x p e c t a t i o n s  
our  s o c i e t y  has  w i th  r e g a r d  t o  males  and f e m a l e s .  Females  a r e  
g e n e r a l l y  n o t  e x p e c t e d  t o  t a k e  on r o l e s  which r e q u i r e  a m b i t i o n ,  i n d e ­
pendence ,  p h y s i c a l  and menta l  r o b u s t n e s s ,  a l l  s t e r e o t y p i c a l  male  
a t t r i b u t e s  ( C h a f e t z ,  1 9 7 4 ) .  Cumming and Cummlng (1972)  have n o te d  
t h a t  men who have been h o s p i t a l i z e d  f o r  mental  i l l n e s s ,  " p ro b a b l y  do 
no t  have as  much leeway 1n t h e  o c c u p a t i o n a l  w o r l d . "  Th i s  s u g g e s t s ,  
a g a i n ,  t h a t  males  have a n a r row er  r e p e r t o i r e  o f  r o l e s  a v a i l a b l e  t o
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them t h a t  t h e y  a r e  e x p e c t e d  t o  f i l l  and t h a t  once t h e s e  avenues a r e
seem ing ly  c l o s e d ,  t h e  s o c i a l  ne twork  a l s o  becomes more l i m i t e d .
These a u th o r s  h y p o t h e s i z e d  t h a t  men would have a g r e a t e r  d i f f i c u l t y
th a n  women in becoming d e s t i g m a t i z e d  b e c a u s e  of  t h e i r  d i f f e r e n t  r o l e
e x p e c t a t i o n s .  These a u t h o r s  r e a s o n e d :
Women . . .  do no t  a lways have to  r e a c h  a c e r t a i n  minimum 
o f  e f f e c t i v e n e s s  in t h e i r  c o r e  r o l e s .  . . . Some women may 
o n l y  have t o  r e f r a i n  from r a i s i n g  t e n s i o n  in t h e  home and 
from r e p r e s e n t i n g  t h e  f a m i l y  in  a d e v a lu e d  way o u t s i d e  in 
o r d e r  t o  beg in  t h e  undoing [ o r  d e s t i g m a t i z a t i o n ]  p r o c e s s .
(Cumming and Cumming, 1 9 7 2 : 4 5 5 . )
I b e l i e v e  t h e s e  a u t h o r s '  i n s i g h t s  a r e  a p p l i c a b l e  t o  the  
e x p e r i e n c e  o f  t h e  d e v e l o p m e n t a l l y  d i s a b l e d  person as  we l l  s i n c e  h e / s h e  
f a c e s  d e i n s t i t u t i o n a l i z a t i o n  and and t h e  c o n c u r r e n t  bu rdens  of  s t i g m a .  
These a u t h o r s  p r e s e n t e d  e v i d e n c e  t h a t ,  f o r  men, t h e  r e - i n t e g r a t i o n  
p r o c e s s  cou ld  be e x p e d i t e d  by t h e  p r e s e n c e  o f  women in  t h e  kin n e t ­
work.  Data  from a small  sample s u g g e s t e d  t h a t  women, o t h e r  than wives  
o r  m oth e r s  (who were c o n s i d e r e d  " too  c l o s e "  t o  t h e i r  h u s b a n d ' s  o r  
s o n ' s  d i s t r e s s )  e . g . ,  aun ts  o r  g r a n d m o t h e r s ,  seemed t o  be e s s e n t i a l .  
T h i s  s u g g e s t s  t h a t  s i n g l e  m o the r s  o f  hand ic apped  sons  who lack f em a le  
r e l a t i v e s  in t h e i r  network  o r  human r e s o u r c e  pool a r e  e s p e c i a l l y  in  
need o f  s o c i a l  as we l l  as m a t e r i a l  s u p p o r t .  Moreover ,  t h e i r  f i n d i n g s  
s u g g e s t  t h a t  we may need to  b u i l d  i n t o  o u r  programming a c t i v i t i e s  a 
means o f  expand ing  t h e  r o l e  r e p e r t o i r e  o f  hand ic apped  you th  and men.
Another  e x p l a n a t i o n  f o r  t h e  f i n d i n g  t h a t  k in  s u p p o r t  I s  c o r r e ­
l a t e d  w i th  f em a le s  and no t  w i t h  males  i s  t h a t ,  f o r  t h e  most  p a r t ,  
women a re  t h e  c a r e g i v e r s .  I t  i s  e a s i e r  f o r  them t o  c a r e  f o r  f e m a le  
d i s a b l e d  c h i l d r e n  t h a n  f o r  m a le s  because  In t h i s  one a s p e c t ,  t h e r e  i s  
s i m i l a r i t y  between c a r e g i v e r  and r e c e i v e r ;  c a r e g i v e r s  may assume t h e r e  
i s  a measure  o f  p r e d i c t a b i l i t y  o f  t h e  c h i l d ' s  b e h a v i o r .
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In  sum, t h e  g r e a t e r  i n s t i t u t i o n a l i z a t i o n  f o r  males i s  a t t r i ­
bu ted  t o :  1)  t h e i r  h i g h e r  b i o l o g i c a l  v u l n e r a b i l i t y ;  2) g r e a t e r
a g g r e s s i v e  b e h a v i o r ;  and 3)  g r e a t e r  r o l e  e x p e c t a t i o n s  ( V i t e l l o  and 
S o s k i n ,  1 9 8 5 ) .  R e l a t e d  t o  t h i s  l a s t  p o i n t  i s  t h e  p o s s i b l e  i n t e r a c t i o n  
e f f e c t  o f  f a t h e r ' s  p r e s e n c e  and t h e  c h i l d ' s  g e n d e r .  This  w i l l  be 
d i s c u s s e d  f u r t h e r  in  a l a t e r  s e c t i o n  o f  t h i s  c h a p t e r .
D ia gnos is
With r e g a r d  t o  d i a g n o s i s ,  we see  t h a t  t h e  g r e a t e r  t h e  r e t a r ­
d a t i o n ,  t h e  l e s s  t h e  l i k e l i h o o d  o f  k in  s u p p o r t .  The c o m p l e x i t y  and 
p r o f u n d i t y  o f  medica l  and b e h a v i o r a l  d i f f i c u l t i e s  as r e t a r d a t i o n  
i n c r e a s e s  does make t h e  t a s k  o f  c a r e t a k i n g  more f o r m i d a b l e .  Each 
l e v e l  of  r e t a r d a t i o n  b r i n g s  w i th  i t  a h o s t  o f  i d i o s y n c r a t i c  problems  
which r e q u i r e  more p r o f e s s i o n a l  invo lvement  ( T u r n b u l l ,  e t .  a l . ,  1985) .  
In  t h e s e  i n s t a n c e s  p a r e n t s  become more and more t h e  e x p e r t s  and kin 
become more and more b e w i ld e r e d  as  t o  how t o  o f f e r  h e lp .  Mori (1983) 
has  s u g g e s t e d  t h a t  t h e  g r e a t e r  t h e  l e v e l  of  r e t a r d a t i o n ,  t h e  g r e a t e r  
t h e  s o c i a l  i s o l a t i o n  o f  t h e  f a m i l y  m ere ly  because  t h e i r  t ime i s  taken 
up w i th  g r e a t e r  c a r e t a k i n g .  I t  may ve ry  wel l  be t h a t  s u p p o r t  d i f f e r s  
in  k ind  as  we l l  as  amount a t  t h e  d i f f e r e n t  l e v e l s  o f  r e t a r d a t i o n .
T h i s  needs  t o  be e m p i r i c a l l y  examined .
Year  o f  P lacement
The h y p o t h e s i s  t h a t  t h e  l a t e r  t h e  y e a r  o f  community p l a c e m e n t ,  
t h e  more t h e  k in  s u p p o r t ,  i s  a l s o  u p h e ld .  I b e l i e v e  t h i s  r e s u l t  i s  
r e l a t e d  t o  t h e  i n c r e a s e  in a c c e p t a n c e  o f  n o r m a l i z a t i o n  p r i n c i p l e s  in 
o u r  s o c i e t y .  The r e l a t i v e s  I i n t e r v i e w e d  g e n e r a l l y  were in f a v o r  of  
d e i n s t i t u t i o n a l i z a t i o n ,  n o r m a l i z a t i o n  and th e  l e a s t  r e s t r i c t i v e  a l t e r ­
n a t i v e  l i v i n g  s i t u a t i o n  f o r  t h e i r  hand icapped  k i n .  (See C h a p t e r  7 . )
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( I f  we e v e r  in t h e  f u t u r e  champion t h e  i n s t i t u t i o n  as t h e  b e s t  s o l u ­
t i o n  f o r  t r e a t m e n t  o f  d e v e lo p m e n t a l l y  d i s a b l e d  p e r s o n s ,  we w i l l  be 
g u i l t y  o f  w i l l f u l  c r u e l t y !  I t  w i l l  be because  we choose t o  Ig n o re  
what  we have l e a r n e d  t o  be t r u e ,  t h a t  d e v e lo p m e n t a l l y  d i s a b l e d  peop le  
can grow and d e v e lo p  in  t h e  community .)
P r o p o r t i o n  o f  S i s t e r s
The r e s u l t s  l e n d  s u p p o r t  t o  t h e  h y p o t h e s i s  t h a t  t h e  g r e a t e r  
t h e  p r o p o r t i o n  o f  s i s t e r s  home a t  t h e  t ime  o f  p lacement  t h e  g r e a t e r  
t h e  p e r c e i v e d  k in  s u p p o r t .  S ince  p r o p o r t i o n  o f  s i s t e r s  i s  n o t  s i g n i ­
f i c a n t l y  c o r r e l a t e d  w i t h  kin s u p p o r t  in t h e  f i r s t  e q u a t i o n ,  a t  
a d m i s s i o n ,  i t  may be t h a t  s i s t e r s  a re  too  young a t  the  t ime t o  o f f e r  
any m ajo r  s o c i a l  s u p p o r t .
Soc ioeconom ic  S t a t u s
As a m easure  o f  o v e r a l l  f a m i l y  soc ioeconomic  s t a t u s ,  m o th e r s '  
e d u c a t i o n  a t  t h e  t im e  o f  adm is s ion  i n f l u e n c e s  k in  s u p p o r t  in  a p o s i ­
t i v e  d i r e c t i o n ,  n o t  o r i g i n a l l y  h y p o t h e s i z e d .  O r i g i n a l l y ,  I a rgued  
t h a t  t h e  h i g h e r  t h e  SES, t h e  low er  t h e  s u p p o r t  because  h i g h e r  s t a t u s  
f a m i l i e s  t end  t o  r e l y  more h e a v i l y  on p r o f e s s i o n a l s .  I assumed t h a t  
t h e  use  of  p r o f e s s i o n a l  s e r v i c e s  p r e c l u d e s  t h e  use  o f  p r im a ry  g roups .  
L i tw ak  o f f e r s  an e x p l a n a t i o n  o f  why, though t h e r e  may be d i f f e r e n c e s  
in  s o c i a l  s t a t u s  among k i n ,  c e r t a i n  k inds  o f  t a s k s ,  such as  househo ld  
and m a r i t a l  or  i n t i m a t e  f a m i l i a l  t a s k s ,  such as  l a u n d r y ,  p e r s o n a l  
h y g i e n e  and t h e  l i k e ,  a r e  accom pl i shed  by k in  r e g a r d l e s s  o f  s o c i a l  
s t a t u s .  Li twak a r g u e s  t h a t  t h e  mechanisms o f  m u l t i c u l t u r e  o p e r a t e  in 
t h e s e  i n s t a n c e s :
t h a t  even when k i n  have t o  manage t a s k s  t h a t  i n c l u d e  
c l a s s  d i f f e r e n c e s ,  t h e  f a c t  t h a t  kin ( i . e . ,  p a r e n t s ,
I l l
c h i l d r e n  and s i b l i n g s )  s h a r e d  a common c l a s s  p o s i t i o n  
a t  one t im e  . . . p r o v id e s  a common c u l t u r a l  b r idge  . . .
[ s o  t h a t ]  p e o p l e  r e t a i n  t h e  common bases  even when l e a r n ­
i n g  new ones  (1 9 8 5 :1 2 6 ) .
A c c o r d i n g l y ,  t h i s  p o s i t i v e  c o r r e l a t i o n  between m o th e r s '  e d u c a t i o n  and 
k i n  s u p p o r t  may be  due to  t h e  g r e a t e r  a b i l i t y  o f  h ig h e r  s t a t u s  persons  
t o  make use o f  n e tw o rk in g  both i n  c o n n e c t in g  t o  p r o f e s s i o n a l  ne tw orks  
a s  w e l l  as f a m i l y  and a l s o  s i m p l y  because ,  d e s p i t e  the  l i k e l i h o o d  of  
g r e a t e r  g e o g ra p h ic  d i s t a n c e  from k i n ,  the  g r e a t e r  the  r e s o u r c e s ,  the  
g r e a t e r  t h e  a b i l i t y  t o  overcome t h i s  b a r r i e r  w i t h  t h e  use o f  t r a n s p o r ­
t a t i o n  and o t h e r  t e c h n o l o g y .
T a b l e  5 .1b  C o r r e l a t e s  of  Kin S u p p o r t  C o n t r o l l i n g  f o r  
_____________L e a v e r s  and S t a y e r s  ( a t  Admission)____________________________
R e g r e s s i o n  C o e f f i c i e n t  
I n d e p e n d e n t  V a r i a b l e __________ S t a n d a r d i z e d ________________ U n s ta n d a r d i z e d
D i a g n o s i s - .1 9 + - .2 7
Female  Child .3 5 ** .99
F a t h e r  i n  t h e  Home .11 .46
Year o f  Admission
00o• .02
P r o p o r t i o n  o f  S i s t e r s .04 .14
M o t h e r s '  Educa t ion .12 .15
F a t h e r s '  SES - .0 2
Hoot1
M o th e r s '  Age a t  C h i l d ' s  B i r th .01 .004
I m p o r ta n c e  o f  R e l i g i o n .03 .04
F am i ly  S i z e .01 .01
S t a y e r s .3 4 * 1 .0 0
R sq-  .33





C o r r e l a t e s  o f  Kin Su p p o r t :  S t a y e r s  v s .  Leaver s
In Tab le  5 .1 b  an a d d i t i o n a l  v a r i a b l e  i s  c o n s i d e r e d  in t h e  
e q u a t i o n .  In o r d e r  t o  compare t h e  c o r r e l a t e s  o f  k in  s u p p o r t  between 
L e a v e r s '  and S t a y e r s '  f a m i l i e s ,  a dichotomous v a r i a b l e  was c r e a t e d ,  
where 0 = L e a v e r s '  and l » S t a y e r s .  S ince  S t a y e r s '  f a m i l i e s  became 
i n v o lv e d  in  t h e  s e r v i c e  d e l i v e r y  sys tem a p p r o x i m a t e ly  5 y e a r s  e a r l i e r  
t h a n  L e a v e r s '  f a m i l i e s ,  I wanted t o  s e e  i f  t h i s  h i s t o r i c a l  f a c t  had 
any impact  on k in  s u p p o r t ,  u s in g  t h e  r e g r e s s i o n  model .  Only t h e  t ime  
o f  a dm is s ion  was c o n s i d e r e d  because  most  o f  t h e  S t a y e r s  were s t i l l  a t  
LSS a t  t h e  t im e  t h e  s tu d y  was c o n d u c te d ,  t h e r e f o r e ,  p lacement  was not  
r e l e v a n t .
From t h e  t a b l e ,  we se e  t h a t  t h e  c o n s t e l l a t i o n  o f  s i g n i f i c a n t  
c o r r e l a t e s  s h i f t s  somewhat . R a t h e r  t h a n  c h i l d ' s  gende r  and m o t h e r ' s  
e d u c a t i o n  ( a s  in  Table  5 . 1 a ) ,  c h i l d ' s  gender  and d i a g n o s i s  become more 
s a l i e n t .  Moreover ,  when t h e  c h i l d  i s  a S t a y e r ,  h e / s h e  i s  more l i k e l y  
t o  have k in  s u p p o r t  than  when t h e  c h i l d  i s  a L e a v e r .  The f a c t  t h a t  
t h e  c o e f f i c i e n t s  f o r  d i a g n o s i s  and c h i l d ' s  gender  become l a r g e r  (more 
n e g a t i v e  and more p o s i t i v e ,  r e s p e c t i v e l y ) ,  s u g g e s t s  t h a t  t h e  d i a g n o s i s  
o f  S t a y e r s  becomes more o f  an i s s u e  t h a n  f o r  L e a v e r s .  In t h e  l a s t  
c h a p t e r  we d i s c o v e r e d  t h a t  S t a y e r s  were somewhat more s e v e r e l y  d e v e l o p ­
menta l  l y  d i s a b l e d  and had more m ajo r  m ed ica l  c o n d i t i o n s  which would 
c o n t r i b u t e  t o  l e s s  kin invo lvem en t  f o r  S t a y e r s  t h a n  L e a v e r s .  T h i s  
c o n t r a d i c t o r y  r e s u l t  r e q u i r e s  c l o s e r  s c r u t i n y .  A n t i c i p a t i n g  our  
d i s c u s s i o n  in  C hap te r  7 ,  S t a y e r s '  f a m i l i e s  r e p o r t e d  t h a t  t h e y  r e c e i v e d  
a g r e a t  dea l  o f  s u p p o r t  f rom k i n .  S i n c e ,  f o r  t h e  most  p a r t ,  I d i d  not  
o b t a i n  d a t a  on t h e  t y p e  o f  s u p p o r t ,  t h e  f o l l o w i n g  e x p l a n a t i o n  i s  t e n ­
t a t i v e .  I t  may be t h a t  what S t a y e r s '  f a m i l i e s  r e p o r t e d  as s u p p o r t  was
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k i n ' s  s u p p o r t  o f  t h e  d e c i s i o n  t o  i n s t i t u t i o n a l i z e  t h e  c h i l d .  In 
C h a p t e r  3 we l e a r n e d  t h a t  S t a y e r s '  f a m i l i e s  were more concerned  abou t  
t h e  e f f e c t s  o f  t h e  d i s a b l e d  c h i l d  on t h e  o t h e r  c h i l d r e n .  This  migh t  
p r e c l u d e  s o c i a l  s u p p o r t  w i t h i n  t h e  n u c l e a r  f a m i l y ,  m o t i v a t i n g  th e  
m o th e r  t o  seek s u p p o r t  from r e l a t i v e s  o u t s i d e  the  home. S ince  t h e  
i n s t i t u t i o n  i s  used  as a s u b s t i t u t e  f o r  t h e  home, s u p p o r t  would be 
l e s s  i n  t h e  form o f  goods and s e r v i c e s ,  and more in t h e  form o f  emo­
t i o n a l  s t r e n g t h .  L e a v e r s '  f a m i l i e s ,  on t h e  o t h e r  ha nd ,  were more 
o r i e n t e d  toward c o n c r e t e  a i d ,  i n  t h e  form o f  goods and s e r v i c e s ,  s i n c e  
t h e i r  c h i l d r e n  s p e n t  more t im e  a t  home th a n  S t a y e r s .  With t h e  a n t i c i ­
p a t e d  r e t u r n  o f  t h e  c h i l d  t o  t h e  home and community,  t h e  n u c l e a r  
f a m i l y  r a l l i e s  i t s  i n t e r n a l  s u p p o r t s  and c o o r d i n a t e s  more c l o s e l y  w i th  
p r o f e s s i o n a l s  w h i l e  kin may be r e l e g a t e d  t o  a more a u x i l i a r y  r o l e .
Kin Suppor t  as  a F unc t ion  o f  F a t h e r ' s  P r e se n c e  and C h i l d ' s  Gender
Though t h e  c o r r e l a t i o n  c o e f f i c i e n t s  f o r  f a t h e r ' s  p r e s e n c e  in 
t h e  home (Table  5 . 1 a )  a re  no t  s t a t i s t i c a l l y  s i g n i f i c a n t ,  t h e  change in  
s i g n  f rom p o s i t i v e  t o  n e g a t i v e ,  f rom adm is s io n  to  p l a c e m e n t ,  r a i s e d  a 
q u e s t i o n  as t o  why t h i s  s hou ld  o c c u r .
One p o s s i b l e  e x p l a n a t i o n  i s  t h a t  f a t h e r s  t end  t o  be a c o n s e r ­
v a t i v e  i n f l u e n c e  upon t h e  c a r e  o f  t h e i r  c h i l d r e n .  Nemzoff (1979) 
found  t h a t  t h e  f a t h e r s  in h e r  s t u d y  o f  d e v e lo p m e n t a l l y  d i s a b l e d  
c h i l d r e n ,  tended  t o  look a f t e r  t h e  f i n a n c i a l  and e d u c a t i o n a l  p l a n n i n g  
o f  t h e i r  c h i l d r e n .  (What I am s u g g e s t i n g  h e r e  i s  t h a t  h o l d i n g  t h e  
p u r s e  s t r i n g s ,  n o t  o n l y  i s  an e x c e r c i s e  o f  power bu t  t e n d s  t o  r e q u i r e  
more d e l i b e r a t e  p l a n n i n g  and t h e r e f o r e  i s  c o n s e r v a t i v e . )  F a t h e r s  in 
o u r  sample a l s o  p l a y e d  t h i s  r o l e  and o f t e n  e x p re s s e d  s k e p t i c i s m  w i th
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Table 5 .2  Kin S uppo r t  as  a F u n c t io n  o f  F a t h e r ' s  P re se nc e  
and C h i l d ' s  Gender
Boys 
Mean = 3 .36
S.D .  = 1 .43  
n = 50
O v e ra l l  Kin Support
G i r l s  
Mean = 4 .2 6  
S.D.  = 1 .06  
n * 31
Admission
F a t h e r  P r e s e n t  
Mean = 3.78  
S.D.  = 1 .30  
n = 68
F a t h e r  Absent  
Mean = 3 .31  
S.D.  = 1 .65
n = 13
F a t h e r s  and Sons 
Mean = 3.38  
S.D.  = 1.36  
n = 3 7
All  Other  C o n d i t i o n s  
Mean = 3 .9 8
S.D. = 1 .3 3  
n = 42
Mothers  and D augh te rs  
Mean = 4 .26
S.D.  = 1 .06  
n = 31
A l l  Other  C o n d i t i o n s  
Mean = 3 .3 3
S.D. * 1 .43  
n = 48
Placement
F a t h e r  P r e s e n t  
Mean = 3.69
S.D.  = 1.32  
n = 55
F a t h e r s  and Sons 
Mean = 3.27
S.D.  = 1.36  
n = 34
F a t h e r s  and D augh te rs  
Mean * 4 .3 8  
S.D.  « .92
n = 21
F a t h e r  Absen t  
Mean = 3 .7 3  
S.D. = 1 .49  
n = 2 6
All  Other  C o n d i t i o n s  
Mean = 4 .0 7  
S.D.  = 1 .3 0  
n = 42
A l l  O ther  C o n d i t i o n s  
Mean = 3 .4 6  
S.D.  = 1 .4 4  
n = 55
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r e g a r d  t o  t h e  a v a i l a b i l i t y  o f  s e r v i c e s  in  t h e  community. T h e i r  a t t i ­
t u d e s  may have had a dampening e f f e c t  upon k in  s u p p o r t .
Another  e x p l a n a t i o n  may be t h a t  k i n  involvement  l e s s e n s  ove r  
t im e  so t h a t  m o th e r s  t e n d  t o  r e l y  more on t h e i r  husbands as  t ime  goes 
by .  In Cha p te r  7 t we s h a l l  s e e  t h a t  t h e  r e l a t i v e s  i n t e r v i e w e d ,  d i d ,  
i n  f a c t ,  r e p o r t  t h a t  t h e i r  invo lvement  ( though  not  t h e i r  i n t e r e s t  and 
c o n c e r n )  d e c r e a s e d  ov e r  t i m e .  The r e a s o n s  f o r  t h i s  d e c r e a s e  a r e  
d i s c u s s e d  in  t h a t  c h a p t e r .
A t h i r d  e x p l a n a t i o n  may be t h a t  t h e r e  i s  an i n t e r a c t i o n  e f f e c t  
o f  f a t h e r ' s  p r e s e n c e  and t h e  c h i l d ' s  g e n d e r .  I f  indeed  t h e r e  i s  an 
i n t e r a c t i o n ,  we would e x p e c t  t h a t  t h e  k in  s u p p o r t  r a t i n g  f o r  f a t h e r s  
and sons would be lower th a n  a l l  o t h e r  p e r m u t a t i o n s  o f  f a t h e r s '  p r e ­
s e n c e  ( o r  a b s en c e )  and c h i l d r e n ' s  g e n d e r .
T a b le  5 . 2  shows how t h i s  h y p o t h e s i s  was t e s t e d .  The 93 p a r ­
t i c i p a n t s  were s im ply  d i v i d e d  i n t o  groups as  i n d i c a t e d  and t h e i r  means 
and s t a n d a r d  d e v i a t i o n s  compared .  Im m edia te ly  we s e e  ( a s  we found in  
o u r  r e g r e s s i o n  models  d i s p l a y e d  in  Tab les  5 . 1 a  and 5 . 1 b ) ,  t h a t  o v e r a l l
k i n  s u p p o r t  i s  lower f o r  boys t h a n  f o r  g i r l s .  When we look  a t  k in
s u p p o r t  in  r e l a t i o n  t o  f a t h e r s '  p r e s e n c e  a t  admiss ion and p l ac e m e n t ,  
we s e e  t h a t  f a t h e r s '  a b s en c e  has  more o f  a n e g a t i v e  im pac t  upon k in  
s u p p o r t  a t  t h e  t im e  o f  a d m is s io n  than a t  t h e  t ime o f  p l a c e m e n t .
Now when we compare t h e  com bina t ion  o f  f a t h e r s  and sons and 
f a t h e r s  and d a u g h t e r s  ( i . e .  bo th  a r e  in  t h e  home), we s e e  t h a t  when 
t h e  c h i l d  i s  a g i r l ,  t h e  f a m i l y  r e c e i v e s  t h e  most k in  s u p p o r t  than  in
a l l  o t h e r  c o n d i t i o n s  and t h a t  t h i s  1s t r u e  a t  t h e  t im e  o f  adm is s ion  as
w e l l  as  a t  t h e  t im e  o f  p l a c e m e n t .  There i s  t h e r e f o r e  e v id e n c e  f o r  an
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i n t e r a c t i o n  e f f e c t  o f  f a t h e r s  and sons which dampens kin i n v o lv e m e n t .  
L e t  us s p e c u l a t e  a s  t o  why t h i s  m igh t  be s o .
We have a l r e a d y  seen t h a t  males a r e  more l i k e l y  t o  be i n s t i t u ­
t i o n a l i z e d  than  f e m a l e s .  We have  a l s o  c i t e d  e v i d e n c e  f o r  f a t h e r s '  
c o n s e r v a t i v e  i n f l u e n c e .  I would s ugge s t  t h a t  t h e  r ea sons  t h i s  com­
b i n a t i o n  g iv es  t h e s e  r e s u l t s  l i e s  in  t h e  e x t e n t  t o  which f a t h e r s  
d e f i n e  t h e i r  e x p e c t a t i o n s  f o r  t h e i r  sons a lo n g  s t e r e o t y p i c  l i n e s .
When f a t h e r s  r e q u i r e  t h a t  t h e i r  so n s  be a b l e  t o  become b r e a d w in n e r s  
l i k e  t h e m s e lv e s ,  t h e r e  i s  l i t t l e  room f o r  a l t e r n a t i v e s  much l e s s  han­
d i c a p p i n g  c o n d i t i o n s .  There i s  e v id e n c e ,  f o r  example,  t h a t  when 
f a t h e r s  them se lv es  l o s e  t h e i r  a b i l i t y  t o  be t h e  b readwinners  o f  t h e  
f a m i l y — due to  d i s a b i l i t y - - t h o s e  f a t h e r s  who d e f i n e  t h e m s e lv e s  a s  
h e a d s  o f  household  and who have r e l i g i o u s  c o n v i c t i o n s ,  a r e  more l i k e l y  
t o  m a i n t a i n  an a c t i v e  r o l e  in  t h e i r  f a m i l i e s  t h a n  th o s e  who n a r r o w l y  
d e f i n e  t hem se lves  a s  b r e a d w in n e r s  and have few i f  any o u t s i d e  
i n t e r e s t s  (Power, 1 9 7 9 ) .  F a t h e r s '  s t e r e o t y p i c  d e f i n i t i o n s  and expec ­
t a t i o n s  may c a r r y - o v e r  with r e g a r d  t o  s ons '  r o l e s .
Summary and  Conc lus ions
Family c h a r a c t e r i s t i c s  w h ich  c o r r e l a t e  w i t h  p e rc e iv e d  k i n  sup­
p o r t  a r e  m a r i t a l  s t a b i l i t y  ( i . e . ,  f a t h e r s '  p r e s e n c e  in t h e  home) a t  
a d m i s s i o n ,  a h igh p r o p o r t i o n  o f  s i s t e r s  a t  p l a c e m e n t ,  d i a g n o s i s ,  
g e n d e r ,  y e a r  of  p l a c e m e n t  and m o t h e r s '  e d u c a t i o n .
M a r i t a l  s t a b i l i t y  i s  m ea su red  by f a t h e r ' s  p r e s e n c e  i n  t h e  home, 
th ough  inc luded  in  b o t h  a dm is s ion  and p l a c e - m e n t  e q u a t i o n s ,  was found 
t o  be s a l i e n t  f o r  a d m is s io n  o n l y .  This  makes s e n s e  s in c e  k i n  s u p p o r t  
v a r i e s  ov e r  t h e  l i f e  c y c l e .  As we s h a l l  s e e  i n  t h e  case  s t u d i e s ,  kin
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s u p p o r t  was g r e a t e r  du r in g  t h e  c h i l d ' s  e a r l y  y e a r s  t h a n  in  t h e  l a t e r  
y e a r s .  When p a r e n t s  a r e  no l o n g e r  m ar r ied  t o  each o t h e r  in  t h e  
c h i l d ' s  e a r l y  y e a r s ,  t h i s  d i s r u p t i o n  may i n t e r f e r e  wi th  any a t t e m p t  a t  
s u p p o r t  on t h e  p a r t  o f  k i n .
The p r o p o r t i o n  o f  s i s t e r s  a t  a dm is s ion  was not  found  t o  be a 
s t r o n g  c o r r e l a t e  o f  kin s u p p o r t ,  bu t  a t  p lacemen t  i t  was s i g n i f i c a n t .  
The p r o p o r t i o n  o f  s i s t e r s  s t i l l  l i v i n g  a t  home, but  now o l d e r ,  a r e  
a b l e  t o  p r o v i d e  more s u p p o r t  t h a n  a t  t h e  t im e  o f  a d m i s s io n .
The c h i l d ' s  d i a g n o s i s  was found t o  have  a n e g a t i v e  e f f e c t  upon 
k i n  s u p p o r t .  The g r e a t e r  t h e  r e t a r d a t i o n ,  t h e  l e s s  t h e  s u p p o r t ,  as 
p r e d i c t e d .  T h i s  s u g g e s t s  t h a t  as  t h e  c h i l d ' s  medical  and b e h a v i o r i a l  
c h a r a c t e r i s t i c s  m a n i f e s t  more profound  in v o lv e m e n t ,  k in  a r e  l e s s  
equ ip ped  t o  h a n d l e  c a r e g i v i n g  t a s k s .  The s t r u c t u r e  o f  t h e  t a s k  does 
n o t  match t h e  s t r u c t u r e  of  t h e  p r im a ry  g roup .
Ano ther  e x p l a n a t i o n  may be r e l a t e d  t o  t h e  f i n d i n g s  o f  Emerson 
( 1 9 6 6 ) .  In a p a r t i c i p a t o r y  o b s e r v a t i o n  s t u d y  o f  group d e c i s i o n - m a k i n g  
i n  t h e  American E v e r e s t  E x p e d i t i o n  o f  1963,  Emerson no ted  t h a t  when 
t h e  outcome ( r e a c h i n g  t h e  summit) was d e f i n e d  as  l e s s  c e r t a i n ,  c l im ­
b e r s '  m o t i v a t i o n  and ene rgy  t o  p e r s e v e r e  was m a i n t a i n e d .  Emerson 
p o s t u l a t e d  t h a t  g o a l s  " tend  t o  be d e f in e d  in  ' r e g i o n s  o f  u n c e r t a i n t y , '  
and  t h a t  g o a l - o r i e n t e d  m o t i v a t i o n  i s  maximized and m a i n t a i n e d  o v e r t im e  
a s  a f u n c t i o n  o f  p ro longed  u n c e r t a i n t y "  ( 1 9 6 6 :2 2 7 ) .
A n a l o g o u s l y ,  when c h i l d r e n ' s  d i a g n o s i s  i n d i c a t e s  p ro found  
r e t a r d a t i o n ,  r e l a t i v e s  may s e n s e  t h a t  outcomes f o r  t h e  c h i l d  a r e  c e r ­
t a i n  and n e g a t i v e .  In o r d e r  t o  i n c r e a s e  u n c e r t a i n t y ,  and t h u s  
m a i n t a i n  k in  i n v o lv e m e n t ,  i t  would be n e c e s s a r y  f o r  r e l a t i v e s  t o  have 
more  i n f o r m a t i o n  abou t  t h e  deve lopm enta l  p o s s i b i l i t i e s  o f  v e ry
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i n v o lv e d  c h i l d r e n .  T h i s  might  i n c r e a s e  t h e  u n c e r t a i n t y  abou t  t h e  
c h i l d ' s  f u t u r e *  o r ,  in  l a y  t e r m s ,  i n c r e a s e  t h e  hope t h a t  t h e  c h i l d  
w i l l  p r o g r e s s  w i th  i n c r e a s e d  i n t e r v e n t i o n  and t h u s  p r e v e n t  t h e  r e l a ­
t i v e s  f rom " g i v i n g  u p . "
I o b s e rv e d  t h e  s t a f f  a t  LSS who work w i th  t h e  most  p r o f o u n d l y  
r e t a r d e d  c h i l d r e n  in  t h e  s c h o o l .  These  c h i l d r e n  were n o n - v e r b a l ,  non­
a m b u la to r y  and c o m p l e t e l y  dependen t  upon o t h e r s  f o r  t h e i r  l i v e s .  Yet,  
t h e  s t a f f  would t e l l  me t h e y  c o u ld  s e e  t h e i r  c h a r g e s '  r e s p o n s e s ,  t h e i r  
s i g n a l s  o f  l i k e s  and d i s l i k e s  in  t h e  s u b t l e t y  o f  an e y e b l i n k  in  any 
g iven  s i t u a t i o n .  O v e r a l l ,  t h i s  s t a f f ' s  invo lvement  was s u s t a i n e d  by 
opt im ism in  t h e  f a c e  o f  t h e  p e s s i m i s t i c  p rog n o se s  o f  t h e s e  c h i l d r e n .  
Emerson s t a t e s  t h a t  t h i s  t y p e  o f  r e s p o n s e  ( g i v i n g  an o p p o s i t e  r e s p o n s e  
t o  any g iven  s t a t e m e n t ;  e . g . ,  op t im ism when c o n f r o n t e d  w i th  pessimism 
i s  one o f  t h e  mechanisms by which u n c e r t a i n t y  i s  m a i n t a i n e d .
O ther  f i n d i n g s ,  p r e s e n t e d  in  t h i s  c h a p t e r ,  showed t h a t  i f  t h e  
c h i l d  were a g i r l ,  k i n  s u p p o r t  i s  l i k e l y  t o  be g r e a t e r  t h a n  i f  t h e  
c h i l d  were a boy .  I t  was a rgued  t h a t  d i f f e r e n t i a l  e x p e c t a t i o n s  a lo ng  
gender  l i n e s  p l a y  a p a r t  h e r e  and t h a t  s i n c e  c a r e g i v e r s  a r e  more 
l i k e l y  t o  be women, t h e y  a r e  l i k e l y  t o  be more c o m f o r t a b l e  t a k i n g  c a re  
o f  d i s a b l e d  g i r l s  t h a n  boys ,  a l l  o t h e r  v a r i a b l e s  he ld  c o n s t a n t .
I t  was found t h a t  t h e  y e a r  o f  p lacemen t  was more i m p o r t a n t  
t h a n  t h e  y e a r  o f  a d m is s io n  in  i n f l u e n c i n g  k i n  s u p p o r t .  Not o n ly  may 
t h e  i n c r e a s e  i n  p u b l i c  aw areness  and s u p p o r t  o f  n o r m a l i z a t i o n  i d e o l o g y  
p o s i t i v e l y  I n f l u e n c e  k i n  s u p p o r t ,  b u t  o t h e r  f a c t o r s  i n f l u e n c i n g  p l a c e ­
ment may be o p e r a t i n g .  For example ,  in  most  r e c e n t  y e a r s ,  t h e r e  has  
been g r e a t e r  p r e s s u r e  f o r  t h e  i n s t i t u t i o n  t o  lower i t s  c e n s u s .  Th i s
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may be deemed as  a c r i s i s  among f a m l l H e s  which may a ro u s e  g r e a t e r  
r e l i a n c e  upon t h e  cop ing  r e s o u r c e s  o f  t h e  k in  ne twork.
These  f i n d i n g s  a l e r t  us t o  t h e  f a c t  t h a t  f a m i l i e s  w i th  
s e v e r e l y  o r  p r o f o u n d l y  Invo lve d  c h i l d r e n *  e s p e c i a l l y  b o ys ,  and f a m i ­
l i e s  where t h e  c h i l d ' s  p a r e n t s  a r e  no lo n g e r  m a r r i e d  t o  ea ch  o t h e r ,  
a r e  a t  r i s k  o f  l ac k  o f  s u p p o r t  f rom t h e  k in  ne tw ork .  What t h e  r e s u l t s  
s u g g e s t  i s  t h a t  t h e  f a m i l y  may need h e lp  In r e v i e w in g  t h e i r  network 
and r e c o n s i d e r i n g  who t h e  a v a i l a b l e  r e s o u r c e s  a r e ,  1f  n o t  f rom among 
k i n ,  then  from among o t h e r  p r im a ry  groups as  w e l l  as  f rom among p r o ­
f e s s i o n a l s .  The k in  o f  f a m i l i e s  w i th  more i n v o lv e d  c h i l d r e n  may 
r e q u i r e  e d u c a t i o n  and h e l p  in u n d e r s t a n d in g  t h e i r  r e l a t i v e s '  d i f ­
f i c u l t i e s  and how t h e y  may be a b l e  t o  a s s i s t .  U nde r s ta nd ing  t h e  
n a t u r e  o f  t h e  d i s a b i l i t y  and i t s  t r e a t m e n t  and programming may promote 
more a p p r o p r i a t e  s o c i a l  s u p p o r t .  Simply be ing  a b l e  to  s h a r e  t h e  
p a r e n t s '  e x p e r i e n c e  i n t e l l i g e n t l y  I n c r e a s e s  s u p p o r t .
CHAPTER 6
REGRESSION MODELS OF SUCCESSFUL COMMUNITY 
PLACEMENT AND POSITIVE IMPACT
P r a c t i t i o n e r s ,  e d u c a t o r s  and po l ic ym a ke r s  a l i k e  a r e  advanc ing  
t h e  i d e a  o f  t h e  i n c l u s i o n  o f  t h e  k in  network as  a means o f  i n c r e a s i n g  
t h e  l i k e l i h o o d  o f  s u c c e s s f u l  im p lem en ta t ion  o f  t r e a t m e n t  programs and 
t o  g e n e r a l l y  p r o v id e  r e l a t i v e s  w i t h  i n f o r m a t io n  t h a t  can augment  
p a r e n t s '  e f f o r t s  in  m e e t in g  t h e  needs of  t h e i r  d i s a b l e d  c h i l d r e n  
(Gabel and Kotch ,  1981,  Genovese ,  1983; M a l l o ry ,  1986b) .  In a s e n s e ,  
we might  view t h i s  p r e s e n t  s tu d y  as  a p r e l i m i n a r y  i n v e s t i g a t i o n  of  t h e  
b a s e l i n e  e f f e c t s  o f  k i n  s u p p o r t  b e f o r e  p r o f e s s i o n a l s  in  t h e  S t a t e  of  
New Hampshire  have a t t e m p t e d  t o  c o - o p t  f a m i ly  ne tw orks  i n t o  t h e i r  
programming p l a n s .
In C ha p te r  4 ,  we saw t h a t  p a r e n t s  a r e  v e r y  concerned  ab o u t  
t h e i r  c h i l d r e n ' s  l i v i n g  s i t u a t i o n s  in t h e i r  c h i l d r e n ' s  o l d  a g e .
P a r e n t s  want  t o  be c e r t a i n  t h a t  t h e i r  c h i l d r e n  have th e  p r o p e r  c a r e  
when t h e y ,  t h e  p a r e n t s ,  a r e  no l o n g e r  a b le  t o  p r o v id e  i t  t h e m s e l v e s .
On whom can t h e y  r e l y ?  Perhaps  we can ge t  a h a n d le  on t h i s  q u e s t i o n  
by loo k in g  a t  some o f  t h e  c o r r e l a t e s  o f  a s u c c e s s f u l  f i r s t  p l ac e m e n t  
o u t  of  t h e  i n s t i t u t i o n .
Having examined t h e  i s s u e s  around p a r e n t s '  a t t i t u d e s  toward  
d e i n s t i t u t i o n a l i z a t i o n  and t h e  c o r r e l a t e s  o f  k i n  s u p p o r t ,  we now look 
a t  t h e  q u e s t i o n :  To wha t  e x t e n t  does  kin s u p p o r t  i n f l u e n c e  t h e  c a r e
o f  ha nd icapped  c h i l d r e n ?  There  a r e  two a s p e c t s  o f  t h i s  q u e s t i o n  t h a t  
w i l l  be examined .  The f i r s t  i s :  To what e x t e n t  does k in  s u p p o r t
i n f l u e n c e  t h e  s u c c e s s  o f  t h e  f i r s t  community p lacem en t?  The second
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i s :  To what e x t e n t  does k in  s u p p o r t  i n f l u e n c e  t h e  impact  o f  t h e
c h i l d ' s  r e t u r n  t o  t h e  community on f a m i ly  r o u t i n e s ?  Could we e x p e c t ,  
f o r  example,  t h a t  when k in  a r e  p e rc e iv e d  as  s u p p o r t i v e ,  p a r e n t s  a re  
more l i k e l y  t o  s e e  t h e i r  c h i l d ' s  r e t u r n  as  ha v in g  a p o s i t i v e  impact?
Kin S uppor t  and Placement  Outcomes
There a r e  two r e g r e s s i o n  e q u a t i o n s ,  t h a t  i s ,  two m o d e l s ,  t h a t  
w i l l  be examined .  However, s i n c e  th e y  each  c o n t a i n  most  o f  t h e  same 
i n d e p e n d e n t  v a r i a b l e s ,  I w i l l  p r e s e n t  t h e  h y p o th e s e s  a s s o c i a t e d  with
e a c h  dependen t  v a r i a b l e  t o g e t h e r  t o  avoid r e p e t i t i o n  as  much as
p o s s i b l e .
As in C h a p t e r  5,  t h e  l i n e a r  e q u a t i o n  i s  o f  t h e  form:
Y= a + B1X1+. . .+BnXn + e 
where  Y i s  t h e  d e pe nden t  v a r i a b l e ,  e i t h e r  Yl ,  S u c c e s s fu l  P lacem en t  or  
Y2, P o s i t i v e  I m pac t ;  _a i s  some c o n s t a n t ;  B1X1 th rough  BnXn a r e  the  
d i f f e r e n t i a l l y  w e ig h te d  e f f e c t s  o f  t h e  i n d e p e n d e n t  v a r i a b l e s ;  and e 
r e p r e s e n t s  u n e x p la i n e d  v a r i a n c e .
The t w o fo ld  h y p o t h e s i s  b e in g  t e s t e d  i n  t h i s  c h a p t e r  i s :  The 
g r e a t e r  t h e  p e r c e i v e d  kin s u p p o r t ,  t h e  more l i k e l y  p lac e m e n t  outcomes 
w i l l  be s u c c e s s f u l  and have a  p o s i t i v e  impac t  upon t h e  f a m i l y .
The Dependent  V a r i a b l e s
Yl ,  S u c c e s s f u l  P l a c e m e n t . I t  i s  n e v e r  a s imple  m a t t e r  t o  
m ea s u re  s u c c e s s .  One m an 's  s u c c e s s  1s a n o t h e r ' s  idea  o f  m e d i o c r i t y .  
Y e t ,  a t  t h e  v e r y  l e a s t ,  we can sa y  t h a t  s u c c e s s  i s  t h e  a t t a i n m e n t  of  
c e r t a i n  g o a l s .  The de g re e  t o  which t h e  g o a l s  have been met I s  a 
m e a s u r e  of  t h e  d e g r e e  of  s u c c e s s .  When we speak  o f  a s u c c e s s f u l  f i r s t
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community p lac e m e n t  o f  a d e v e l o p m e n t a l l y  d i s a b l e d  p e r s o n ,  a number o f  
c r i t e r i a  s h ou ld  be m et .  These  a r e  based  on t h e  c o m p a r a t i v e l y  r e c e n t  
g o a l s  s e t  by t h e  p r i n c i p l e s  o f  n o r m a l i z a t i o n .  Broad ly  s p e a k i n g ,  t h e  
l o n g e r  a p e r son  i s  a b l e  t o  s t a y  i n  one p l a c e ,  and o u t s i d e  o f  t h e  
i n s t i t u t i o n ,  t h e  more s u c c e s s f u l  t h e  p l a c e m e n t .  Thus,  t h e  f i r s t  c r i ­
t e r i o n  1s s t a b i l i t y  o f  r e s i d e n c e .  Two measures  o f  s t a b i l i t y  were t h e  
l e n g t h  o f  s t a y  i n  t h e  community and w he the r  o r  no t  t h e  p e r son  r e t u r n e d  
t o  LSS. Of c o u r s e ,  mere s t a b i l i t y  i s  n o t  n e c e s s a r i l y  p r o o f  t h a t  where 
one  i s  p l a c e d  i s  c onduc ive  t o  growth and deve lopm en t ,  bu t  t h e  
u n d e r l y i n g  a s sum pt ion  i s  t h a t  t h e  community i s  q u a l i t a t i v e l y  b e t t e r  
t h a n  t h e  i n s t i t u t i o n .
A second c r i t e r i o n  o f  s u c c e s s  i s  t h a t  a pe rson  r e s i d e s  in a 
l i v i n g  s i t u a t i o n  which has  a small  number o f  p e o p l e ,  s i n c e  most  o f  
America l i v e  i n  hous e h o ld s  which c o n t a i n  no t  more th a n  f o u r  o r  f i v e  
p e o p l e .  Thus ,  t h e  f ewer  t h e  number o f  p e r s o n s  w i th  whom a d i s a b l e d  
p e r s o n  l i v e s ,  t h e  more “n o r m a l i z e d , "  i . e . ,  t h e  more s u c c e s s f u l  t h e  
p l ac e m e n t  outcome.  R e po r t s  f rom s e r v i c e  p r o v i d e r s  and p a r e n t s  o f  
L e a v e r s  were used  t o  e s t i m a t e  t h e  s i z e  o f  t h e  househo ld  o f  t h e  p l a c e ­
ment  s i t u a t i o n .
A t h i r d  c r i t e r i o n  was w h e th e r  o r  n o t  a pe r son  a t t e n d e d  s c h o o l ,  
w h e th e r  1n a m ains tr eam ed  c l a s s r o o m ,  a s p e c i a l  c l a s s  i n  a r e g u l a r  
s choo l  o r  s p e c i a l  s c h o o l .  R e c e iv in g  an e d u c a t i o n  t o  which a l l  h a n d i ­
capped  p e op le  unde r  t h e  age o f  21 a r e  e n t i t l e d ,  i s  u n q u e s t i o n a b l y  a 
mark o f  s u c c e s s .  The n a t u r e  and q u a l i t y  o f  t h a t  e d u c a t i o n  i s  more 
d i f f i c u l t  t o  e v a l u a t e  and was n o t  c o n s i d e r e d  in  t h i s  s t u d y .
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F i n a l l y ,  a f o u r t h  c r i t e r i o n  i s  how long th e  p e r s o n  r e c e i v e d  ed u ­
c a t i o n a l  s e r v i c e s  d u r in g  t h e  f i r s t  p l a c e m e n t .  An e x p e d i e n t  measure  of  
t h e  s u c c e s s  o f  a program i s  s imply w h e t h e r  or  no t  t h e  c h i l d  can s t a y  
in  i t .  At t h e  very minimum, i t  means a c h i l d  i s  i n t e r a c t i n g  o r  a t  
l e a s t ,  e x p o s e d  to  an a d d i t i o n a l  p e r son  s e v e r a l  t im e s  a week f o r  t h e  
purpose  o f  d e v e lo p in g  s k i l l s .  Even i f  s k i l l s  a r e  n e v e r  d e v e lo p e d ,  t h e  
goal o f  n o r m a l i z a t i o n  t h a t  s t a t e s  t h a t  t h e  " d a i l y  rhythm o f  l i f e "  
i n c l u d e s  work f o r  a d u l t s  and school  f o r  c h i l d r e n  i s  m et .  Now t h a t  
i n d i v i d u a l  e d u c a t io n  p l a n s  (IEPs)  a r e  r e q u i r e d  by law,  i t  i s  hoped 
t h a t  t h e  d r e a r y  p r o s p e c t  o f  s p e c i a l  e d u c a t i o n  be in g  reduced  to  baby­
s i t t i n g  i s  o b v i a t e d .
The mos t  im p o r ta n t  c r i t e r i o n  f o r  m easur ing  s u c c e s s  i s  g l a r i n g l y  
a b s e n t .  I t  i s  t h e  h a n d ic a p p e d  p e r s o n ' s  own a s se s s m e n t  o f  s u c c e s s .
Th is  c r i t e r i o n  i s  o f t e n  n e g l e c t e d ,  I t h i n k ,  because  i t  i s  d i f f i c u l t
t o  m easu re .  Sigelman and h e r  c o l l e a g u e s  (1983)  have been d e v e lo p in g  
i n t e r v i e w  t e c h n i q u e s  in  o r d e r  t o  b e t t e r  u n d e rs t a n d  t h e  d e s i r e s  and 
t h o u g h t s  o f  d e v e l o p m e n t a l l y  d i s a b l e d  p e o p l e .  These a u t h o r s  r e p o r t  
t h a t  as  r e t a r d a t i o n  i n c r e a s e s ,  t h e  d i f f i c u l t y  in i n t e r p r e t i n g  r e s u l t s  
a l s o  i n c r e a s e s .  However, t h e r e  a re  i s s u e s  t h a t  a r e  r e a d i l y  a p p a r e n t  
and r e q u i r e  no i n t e r p r e t e r .  The f o l l o w i n g  i s  an i l l u s t r a t i o n .
When I was working in  t h e  r e c o r d  room a t  LSS, I he a rd  a v o i c e  
w a i l i n g  in  t h e  c o r r i d o r .  Fo l lowing  t h e  sound ,  I saw a young woman,
w ea r ing  a b i c y l i s t ' s  h e l m e t ,  p resumably  f o r  p r o t e c t i o n  from f a l l i n g
and th e  l i k e .  Through h e r  t e a r s ,  t h e  woman t o l d  me h e r  f r i e n d  was 
l e a v i n g  LSS, and she would  never  s ee  h e r  f r i e n d  a g a in  because  t h e  
f r i e n d  was g o ing  away, p resum ab ly  t h e  f r i e n d  was b e in g  d i s c h a r g e d .
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In a more formal  I n t e r v i e w  w i t h  a s e v e r e l y  r e t a r d e d  young man 
r e s i d i n g  1n one  o f  t h e  more advanced u n i t s  (each  p e r son  had h i s / h e r  
own room) on t h e  LSS g r o u n d s ,  w h i l e  a w a i t i n g  p l a c e m e n t ,  I l e a r n e d  t h a t  
he  and h i s  g i r l f r i e n d  were sad b e c a u s e  t h e y  wanted t o  l i v e  in t h e  same 
g r o u p  home. They each  were a w a i t i n g  community p l a c e m e n t .  With o n ly  
o n e  opening pend ing  and o n l y  one group home 1n t h a t  p a r t i c u l a r  town,  
t h e i r  p r o s p e c t s  appeared  u n l i k e l y .  Using t h e  c r i t e r i a  o u t l i n e d  above ,  
i f  t h i s  man w e re  p l a c e d  a t  t h e  group home in  t h i s  town where he would 
a t t e n d  a s h e l t e r e d  workshop,  t h e  p lacem en t  would be c o n s i d e r e d  a 
c o m p le te  s u c c e s s .  But would i t  be f o r  t h e  young man? Th is  i s  a c r i ­
t e r i o n  t h a t  I r e a l i z e  i s  l a c k i n g  in  my own s t u d y ,  and I p r e s e n t  t h i s  
f o r  o t h e r  r e s e a r c h e r s  t o  c o n s i d e r  when a t t e m p t i n g  t o  measure  s u c c e s s ­
f u l  p l a c e m e n t s .
Given t h e s e  l i m i t a t i o n s ,  t h e  c r i t e r i o n  v a r i a b l e s  used t o  measure  
s u c c e s s  o f  p l ac e m e n t  were 1)  s t a y i n g  in  t h e  community ( i . e . ,  Did t h e  
p e r s o n  r e t u r n  t o  LSS? Where 0* y e s  and 1* n o ) ;  2) l e n g t h  o f  s t a y  in  
t h e  f i r s t  p l a c e m e n t ;  3) number o f  r e s i d e n t s  a t  t h e  p l a c e m e n t ;  4) 
w h e t h e r  o r  n o t  t h e  c h i l d  went  t o  s c h o o l ;  5) l e n g t h  o f  t im e  t h e  c h i l d  
s t a y e d  in t h e  e d u c a t i o n a l  p rogram. Data  from t h e s e  v a r i a b l e s  were 
c o n v e r t e d  t o  z - s c o r e s  and a ve ra ge d  t o g e t h e r  t o  c r e a t e  a s c a l e ,  
S u c c e s s f u l  P l a c e m e n t ,  w i t h  a mean o f  z e r o  and a s t a n d a r d  d e v i a t i o n  o f  
. 5 4 7 .
Y2. P o s i t i v e  Impact  o f  C h i l d ' s  Retu rn  t o  t h e  Community. Another  
means  of  a s s e s s i n g  t h e  e f f e c t  o f  community p lac e m e n t  on f a m i l i e s ,  i s  
t o  c o n s i d e r  t h e  impact  o f  t h e  d i s a b l e d  p e r s o n ' s  r e t u r n  t o  t h e  com­
m u n i t y  upon f a m i l y  r o u t i n e s .  The p u r p o se  h e r e  i s  a l s o  t o  d i s c o v e r  t o
wha t  e x t e n t  k i n  s u p p o r t  b e a r s  on such an outcome.
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P o s i t i v e  Impact  i s  measured  by an a ve rage  s c o r e  o f  t h e  r e s p o n s e s  t o  
t h e  f o u r t e e n  q u e s t i o n s  ( v a r i a b l e s )  p r e s e n t e d  in  Table  4 . 3 .  The s c a l e  
has  a s t a n d a r d i z e d  a lp h a  o f  . 8 9 .  B r i e f l y ,  i n  r ev i e w ,  t h e  p a r e n t  i s  
asked t o  r e spond  t o  q u e s t i o n s  ab o u t  how h i s  c h i l d ' s  r e t u r n  t o  t h e  com­
munity  would a f f e c t  h i s / h e r  own s o c i a l  l i f e ,  f a m i ly  v a c a t i o n s ,  t h e  
c h i l d ' s  r e l a t i o n s h i p  w i th  f a m i l y  members, t h e  p a r e n t ' s  own and t h e  
c h i l d ' s  h a p p i n e s s ,  e t c . ,  u s in g  a s c a l e  o f  1 t o  5 .  ("Change f o r  t h e  
worse"  i s  g iven  a v a l u e  o f  1; "no change" a v a lu e  of  3; and 5 s i g n i ­
f i e s  " change  f o r  t h e  b e t t e r . " )
The In d ep e n d e n t  V a r i a b l e s
The accompanying h y p o t h e s i s  i s  posed as  each v a r i a b l e  i s  o p e r a ­
t i o n a l i z e d .
XI, Kin S u p p o r t . The g r e a t e r  t h e  k in  s u p p o r t ,  t h e  more s u c c e s s ­
f u l  t h e  p lac e m e n t  and t h e  more p o s i t i v e  t h e  impact  ( r e f e r r e d  t o g e t h e r  
as "p la c e m e n t  o u t c o m e s " ) .  Kin Suppor t  i s  measured by p a r e n t s '  r e p o r t  
o f  t h e i r  p e r c e p t i o n  o f  how s u p p o r t i v e  t h e i r  ex tended  f a m i l y  members 
have been w i th  r e g a r d  t o  t h e i r  hand icapped  c h i l d .  The s c a l e  v a r i e s  
f rom 1 t o  5 ,  where 5 s i g n i f i e s  e x t r e m e l y  s u p p o r t i v e ,  and 1 s i g n i f i e s  
making t h i n g s  w orse .
I t  was r e a s o n e d  t h a t  p a r e n t s  who have g r e a t e r  f a m i l y  r e s o u r c e s  
such as  s o c i a l  s u p p o r t  f rom r e l a t i v e s ,  w i l l  have  b e t t e r  prob lem 
s o l v i n g  s k i l l s  (an i n t e r v e n i n g  v a r i a b l e  n o t  measured in  t h i s  s t u d y )  
and so w i l l  be b e t t e r  a b l e  t o  o b t a i n  s e r v i c e s .
X2. P r o p o r t i o n  o f  S i s t e r s . The g r e a t e r  t h e  p r o p o r t i o n  of  
s i s t e r s  i n  t h e  f a m i l y ,  t h e  more p o s i t i v e  t h e  p lacement  ou tcom es .  Th i s  
v a r i a b l e  i s  a measure  o f  t h e  p r o p o r t i o n  o f  s i b l i n g s  who a r e  s i s t e r s  
I n c l u d i n g  t h o s e  no l o n g e r  l i v i n g  in  t h e  h o u s e h o ld .
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I t  1s r e a s o n e d  t h a t  f em a le  f a m i l y  members s e r v e  as  c a r e g i v i n g  
r e s o u r c e s  and so  would I n c r e a s e  t h e  l i k e l i h o o d  o f  s u c c e s s  and p o s i t i v e  
Impac t .
X3, F am i ly  S i z e . The l a r g e r  t h e  f a m i l y ,  t h e  more p o s i t i v e  t h e  
p lacem en t  o u tcom e s .  The r a t i o n a l e  1s t h e  same as  1n XI and X2.
X4, F a t h e r  in  t h e  Home. When t h e  c h i l d ' s  m o the r  1s s t i l l  
m a r r i e d  t o  t h e  c h i l d ' s  f a t h e r  a t  t h e  t i m e  o f  p l a c e m e n t ,  p lacement  o u t ­
comes w i l l  be more p o s i t i v e  than when s h e  i s  n o t .  T h i s  v a r i a b l e  i s  
measured by p a r e n t s '  r e p o r t  o f  m o t h e r ' s  m a r i t a l  s t a t u s  a t  t h e  t im e  o f  
p lacemen t  and was d i c h o t o m i z e d ,  where 0= not  m a r r i e d  t o  c h i l d ' s  f a t h e r  
and 1= m a r r i e d  t o  c h i l d ' s  f a t h e r .
M a r i t a l  s t a b i l i t y  i s  r ea soned  t o  be a p o s i t i v e  i n f l u e n c e  upon 
t h e  c h i l d ' s  p lac e m e n t  ou tcomes s i n c e  f a t h e r s  t end  t o  ha n d le  t h e  r o l e  
o f  p la n n in g  f o r  t h e i r  c h i l d r e n ' s  f u t u r e s  (Nemzoff,  1 9 7 9 ) .
X5, C h i l d ' s  D i a g n o s i s . The g r e a t e r  t h e  r e t a r d a t i o n ,  t h e  l e s s  
p o s i t i v e  t h e  ou tcom es .  D i a g n o s i s  i s  t h a t  r e p o r t e d  i n  t h e  LSS r e c o r d s  
a t  t h e  t im e  o f  a d m i s s io n .  The e f f e c t  o f  t h i s  v a r i a b l e  i s  d i f f i c u l t  t o  
p r e d i c t .  I f  t h e  c h i l d  w i t h  s e v e r e  o r  pro found r e t a r d a t i o n  i s  
d i s c h a r g e d  t o  t h e  community,  i t  may mean t h a t  s u f f i c i e n t  p r e p a r a t i o n s  
have  been made f o r  h i s / h e r  r e c e p t i o n  i n t o  t h e  community so t h a t  nega ­
t i v e  e f f e c t s  a r e  a t t e n u a t e d .  We know t h a t  some of  t h e  most  s e v e r e l y  
r e t a r d e d  c h i l d r e n  a r e  b e i n g  p laced  in  group homes and t h a t  t h i s  t r e n d  
i s  i n c r e a s i n g  (M a l lo ry  and H e r r i c k ,  1 9 8 6 ) .
X6, C h i l d ' s  Gender .  When t h e  c h i l d  i s  a g i r l ,  p l acem en t  o u t ­
comes w i l l  be more p o s i t i v e  than  when t h e  c h i l d  i s  a  boy .  As a l r e a d y  
p o i n t e d  o u t  i n  Chap te r  3 ,  boys a r e  s e en  a s  more d i f f i c u l t  t o  h a n d le  
t h a n  g i r l s — t h e y  a r e  more l i k e l y  t o  be  i n s t i t u t i o n a l i z e d  ( h o ld i n g
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l e v e l  o f  r e t a r d a t i o n  c o n s t a n t )  and a r e  l i k e l y  t o  s t a y  f o r  l o n g e r  
p e r i o d s — so  i t  i s  ex p e c t e d  t h a t  t h e i r  r e t u r n  t o  t h e  community w i l l  be 
f r o u g h t  w i t h  more d i f f i c u l t y .
X7, F a t h e r ' s  E d u c a t i o n . The more e d u c a t e d  t h e  f a t h e r ,  t h e  more 
p o s i t i v e  t h e  p lacement  ou tcomes w i l l  be .  E duca t ion  i s  measured by 
p a r e n t ' s  r e p o r t ,  in c a t e g o r i c a l  form,  o f  t h e  number o f  y e a r s  o f  educa ­
t i o n ,  where 0= none; 1= l e s s  t h a n  8 y e a r s ;  2 -  8 y e a r s ;  3= some high 
s c h o o l ;  4* comple ted  h igh  s c h o o l ;  5= some c o l l e g e ,  t e c h n i c a l  o r  m i l i ­
t a r y  t r a i n i n g ;  6= comple ted  c o l l e g e ;  7= some g r a d u a t e  work ;  8= g r a ­
d u a te  d e g r e e .
We have  seen t h a t  S t a y e r s '  p a r e n t s  were more c o n s e r v a t i v e  in 
t h e i r  views toward  d e i n s t i t u t i o n a l i z a t i o n  (C ha p te r  4) and more con­
ce rned  a b o u t  t h e  e f f e c t s  t h e i r  r e t a r d e d  c h i l d  would have on t h e i r  
o t h e r  c h i l d r e n  and t h a t  t h e s e  f a m i l i e s  a l s o  t ended  t o  be more e duca ted  
and p r o f e s s i o n a l  (C ha p te r  3 ) .  However, by i n c l u d i n g  A t t i t u d e s  Toward 
D e 1 n s t i t u t i o n a l 1 z a t i o n  (DI) i d e o l o g y ,  i t  w i l l  be p o s s i b l e  t o  t e a s e  
a p a r t  t h e  s e p a r a t e  e f f e c t s  o f  t h e s e  two v a r i a b l e s .  I n t u i t i v e l y ,  one 
would e x p e c t  t h a t  more e d u c a t e d  peop le  would be more i n  f a v o r  o f  com­
munity p l a c e m e n t  than  l e s s  e d u c a t e d  p e o p l e .
X8, M o t h e r ' s  C u r r e n t  Age. The o l d e r  t h e  m oth e r ,  t h e  l e s s  p o s i ­
t i v e  t h e  p l a c e m e n t  ou tcom es .  M o th e r ' s  age  i s  measured by p a r e n t s '  
r e p o r t  o f  h e r  b i r t h  y e a r  which i s  then  s u b t r a c t e d  from 1985.  Older  
m others  w i l l  be more s k e p t i c a l  abou t  p l ac e m e n t  in  t h e  community 
because  t h e y  a r e  l i k e l y  t o  have  been urged  by p r o f e s s i o n a l s  ( e . g .  
t h e i r  f a m i l y  p h y s i c i a n )  t o  p l a c e  t h e i r  c h i l d r e n  in  LSS a s  t h e  on ly  
s o l u t i o n  t o  t h e i r  c h i l d r e n ' s  t r e a t m e n t .  Conroy (1985b) has  a rgued 
t h a t  F e s t i n g e r ' s  c o g n i t i v e  d i s s o n a n c e  t h e o r y  a p p l i e s  h e r e :  That
128
p a r e n t s  whose c h i l d r e n  have been in  t h e  i n s t i t u t i o n  f o r  l o n g e r  p e r i o d s  
o f  t i m e — and we have a l r e a d y  seen  t h a t  S t a y e r s  a r e ,  in  g e n e r a l ,  an 
o l d e r  c o h o r t —must  r a t i f y  i n s t i t u t i o n a l  c a r e  o r  e x p e r i e n c e  t h e  d i s s o ­
nance  ( g u i l t )  o f  h a v in g  p l a c e d  t h e i r  c h i l d r e n  where t h e y  d i d  no t  
b e lo n g .  M o t h e r ' s  age  was chosen  ov e r  c h i l d ' s  age be c ause  m others  a r e  
t h e  I n fo rm a n t s  and b e c a u s e  c h i l d ' s  age i s  h i g h l y  c o r r e l a t e d  wi th  
m o t h e r ' s  age ( r *  . 74 ;  p C .0 0 1 ) .
X9, Im por ta nc e  o f  R e l i g i o n . The g r e a t e r  t h e  im p o r t a n c e  of  r e l i ­
g i o n ,  t h e  more p o s i t i v e  t h e  p lacem en t  ou tcom es .  Th is  v a r i a b l e  i s  
measured  by p a r e n t s '  r e p o r t  o f  how i m p o r t a n t  t h e i r  f a i t h  i s  t o  them on 
a s c a l e  o f  0 t o  4 (where 0= no t  i m p o r t a n t ;  1= s l i g h t l y  i m p o r t a n t ;  2= 
somewhat i m p o r t a n t ;  3= v e ry  i m p o r t a n t ;  and 4= e x t r e m e ly  i m p o r t a n t ) .
McCubbin, e t  a l . ( 1 9 8 2 ) ,  Caplan (1976)  and Fewell  (1986)  have 
shown t h a t  r e l i g i o n  i s  a powerfu l  s o c i a l  p s y c h o l o g i c a l  r e s o u r c e  which 
c u s h i o n s  t h e  f a m i l y ' s  e x p e r i e n c e  o f  a d v e r s i t y .  The im p o r t a n c e  o f  
r e l i g i o n  may t h u s  make f o r  g r e a t e r  op t im ism  w i th  r e g a r d  t o  t h e  c h i l d ' s  
r e t u r n  t o  t h e  community.
X10, A t t i t u d e s  toward  PI I d e o l o g y . The more p o s i t i v e  t h e  
p a r e n t s '  a t t i t u d e s  toward  DI i d e o l o g y ,  t h e  more p o s i t i v e  t h e  pl acement  
ou tcom es .  Th i s  DI s c a l e  i s  d e s c r i b e d  a t  l e n g t h  in C h a p te r  4 .  I t  
m easu res  t h e  e x t e n t  t o  which p a r e n t s  r a t i f y  t h e  c o n c e p t s  o f  n o r ­
m a l i z a t i o n ,  d e i n s t i t u t i o n a l i z a t i o n ,  l e a s t  r e s t r i c t i v e  a l t e r n a t i v e  
( l i v i n g  a r r a n g e m e n t ) ,  and t h e  d e c i s i o n  t o  d i s c h a r g e  t h e i r  c h i l d  from 
LSS. I t  1s r e a s o n e d  t h a t  p a r e n t s  who a r e  g r e a t l y  In f a v o r  o f  t h e s e  
c o n c e p t s ,  w i l l  be more l i k e l y  t o  c o o p e r a t e  i n  making t h e i r  c h i l d ' s  
p l a c e m e n t  a s u c c e s s  and w i l l  be more l i k e l y  t o  view t h e i r  c h i l d ' s
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r e t u r n  t o  t h e  community as  having  a p o s i t i v e  impact  upon t h e i r  f a m i l y .
X l l ,  Year  o f  Community P l a c e m e n t . The l a t e r  t h e  y e a r ,  t h e  more
s u c c e s s f u l  t h e  p l a c e m e n t .  Year  o f  f i r s t  p lacement  was o b t a i n e d  from
t h e  LSS r e c o r d s  and t h e  s e r v i c e  p r o v i d e r  i n t e r v i e w s .  As we have seen 
i n  Chap te r  4 ,  t h e  p o s t - 1 9 7 8  c o h o r t ,  t h o s e  who b e n e f i t t e d  from t h e  
e nac tm en t  o f  P .L .  94-142 ,  was g e n e r a l l y  h a p p ie r  a b o u t  t h e i r  c h i l d r e n ' s  
r e t u r n  t h a n  t h e  p re -1978  c o h o r t .  Not o n l y  can we s u rm ise  t h a t  n o r ­
m a l i z a t i o n  i d e o l o g y  has  t a k e n  more o f  a ho ld  t h e  l a t e r  t h e  y e a r ,  we 
may a l s o  e x p e c t  t h a t  t h e r e  may be more s e r v i c e s  a v a i l a b l e  i n  t h e  com­
m u n i ty ,  t h u s  p o s i t i v e l y  i n f l u e n c i n g  s u c c e s s .  Th i s  v a r i a b l e  on ly
a p p e a r s  in  t h e  S u c c e s s f u l  Placement  (Y l )  e q u a t i o n .
X12, S e r v i c e s  in t h e  Community. The more c o n f i d e n t  p a r e n t s  a r e  
t h a t  s e r v i c e s  a r e  a v a i l a b l e  i n  t h e  community,  t h e  more l i k e l y  th e y  
w i l l  r e g a r d  t h e i r  c h i l d r e n ' s  r e t u r n  t o  t h e  community as  h a v in g  a p o s i ­
t i v e  impact  upon t h e  f a m i l y .  This  i s  a measure o f  p a r e n t s '  s u b j e c t i v e  
b e l i e f  abou t  a v a i l a b i l i t y  o f  community s e r v i c e s .  Th i s  r e l a t i o n s h i p  
was a rgued e x t e n s i v e l y  in  Cha p te r  4 .  T h i s  v a r i a b l e  on ly  a p p e a r s  in 
t h e  e q u a t i o n  p r e d i c t i n g  Impac t  (Y2).
Samples
The two e q u a t i o n s  a r e  based on d i f f e r e n t  sample  s i z e s .
S u c c e s s f u l  P lacem en t  i s  b a s e d  on ly  on d a t a  from L e a ve r s  (N*68).
S in c e  Success  i s  measured by e d u c a t i o n a l  as wel l  as  r e s i d e n t i a l  o u t ­
comes,  on ly  t h o s e  c h i l d r e n  e l i g i b l e  f o r  e d u c a t i o n a l  s e r v i c e s  a t  t h e  
t i m e  o f  t h e i r  l e a v i n g  LSS ( i . e . ,  b e f o r e  t h e  age o f  21) c o u ld  be 
i n c l u d e d .
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On th e  o t h e r  hand,  impact  i s  based on d a t a  from p a r e n t s  o f  bo th  
Le a ve r s  and S t a y e r s  (N=93),  because  p a r e n t s  were on ly  asked  t o  r e a c t  
t o  t h e  p r o s p e c t  o f  t h e i r  c h i l d ' s  r e t u r n  and not  to  t h e  s p e c i f i c  p l a c e ­
men t .  In each  e q u a t i o n ,  t h e  t o t a l  sample on which t h e  r e g r e s s i o n  a n a l ­
y s i s  was based was reduced  due t o  m i s s in g  v a l u e s  and t h e  c o n t r a i n t s  
o f  t h e  l i s t w i s e  c r i t e r i o n  ( N i e ,  e t  a l . 1 9 8 0 : 3 5 4 ) .  Thus ,  t h e  Success  
e q u a t i o n  was based  on an N o f  4 6 ,  r e p r e s e n t i n g  68% o f  t h e  sample o f  
L e a ve r s  and t h e  Impact  e q u a t i o n  was based  on an N o f  45 ,  r e p r e s e n t i n g  
48% o f  t h e  sample o f  Leavers  and S t a y e r s .
Tab le  6 .1  C o r r e l a t e s  of  S u c c e s s f u l  Placement  of  Pe rsons 
Who L e f t  LSS Before  T h e i r  2 1s t  B i r th d a y
In d ep e n d e n t  R e g r e s s i o n  C o e f f i c i e n t s
V a r i a b l e  S t a n d a r d i z e d  U n s t a n d a rd i ze d
F a t h e r ' s  Educa t ion .52** .19
F a t h e r  in t h e  Home - .3 6 * - . 4 3
M o t h e r ' s  C u r r e n t  Age .02 .002
C h i l d ' s  D iagnos is - . 0 2 - . 1 0
Female Ch i ld .07 .08
Im por ta nce  o f  R e l i g i o n .04 .02
Kin Suppor t - . 0 6 - . 0 2
Family S i z e - . 1 5 - . 0 3
Year  o f  Placement - . 0 3 - . 0 0 3
P a r e n t s '  A t t i t u d e s  toward 
DI Ideo logy .39* .36
P r o p o r t i o n  o f  S i s t e r s - . 0 1 - . 0 1
Rsq= .44
Adj Rsq* .25 
F“ 2.37
N= 46
* p £ .0 5  **p<^.001
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R e s u l t s :  C o r r e l a t e s  o f  S u c c e s s f u l  Placement
F a t h e r ' s  e d u c a t i o n a l  s co re  and p a r e n t s '  p o s i t i v e  a t t i t u d e s  
toward DI i d e o l o g y  a r e  h i g h l y  c o r r e l a t e d  wi th  t h e  c h i l d ' s  s u c c e s s f u l  
p lacem en t .  T a b le  6 .1  shows the  v a l u e s  o f  t h e  c o e f f i c i e n t s  when a l l  
t h e  i n d e p e n d e n t  v a r i a b l e s  a r e  f o r c e d  i n t o  t h e  e q u a t i o n ,  y i e l d i n g  an 
Rsq of  .44  and an a d j u s t e d  Rsq of  . 2 5 .  Backward e l i m i n a t i o n  was used 
t o  c r e a t e  a more p a r s im o n io u s  model by c o n s i d e r i n g  on ly  t h o s e  
v a r i a b l e s  w i t h  c o e f f i c i e n t s  s i g n i f i c a n t  a t  t h e  .10  l e v e l ,  which 
y i e l d e d  an a d j u s t e d  Rsq o f  .3 6 .  Thus 36% o f  t h e  v a r i a n c e  o f  
S u c c e s s f u l  Placement  may be e x p l a i n e d  by f a t h e r ' s  e d u c a t i o n ,  h i s  p r e s e n c e  
in  the  home, and p a r e n t s '  a t t i t u d e s  tow ard  d e i n s t i t u t i o n a l i z a t i o n  
ideo lo g y .
The n e g a t i v e  c o r r e l a t i o n  o f  f a t h e r ' s  p r e s e n c e  in t h e  home w i th  
t h e  c h i l d ' s  p lacement  seems a c r y p t i c  r e s u l t .  I t  may be t h a t  when 
bo th  p a r e n t s  a r e  t o g e t h e r  t o  f ac e  t h e  d i f f i c u l t i e s  o f  p lac e m e n t ,  t h e y  
a r e  l e s s  w i l l i n g  to  compromise ou tcom es .  I t  may be t h a t  f a t h e r s  a r e  
l e s s  w i l l i n g  t o  c o o p e ra t e  w i th  t h e  s e r v i c e  d e l i v e r y  system w i t h o u t  
q u e s t i o n i n g  wha t  is  b e in g  o f f e r e d .  I n t e r v i e w s  w i t h  f a t h e r s  in  t h i s  
s t u d y  have i n d i c a t e d  t h a t  t h e y  a re  c r i t i c a l  o f  t h e  f a c i l i t i e s ,  e s p e ­
c i a l l y  t h o s e  i n  the  community,  and n o t  e a s i l y  swayed by s e r v i c e  p r o v i ­
d e r ' s  endorsem en t  of  v a r i o u s  o p t i o n s .
Though n o t  s i g n i f i c a n t ,  t h e  f a m i l y  v a r i a b l e s  t h a t  were I n c l u d e d  
in  t h e  e q u a t i o n ,  kin s u p p o r t ,  p r o p o r t i o n  o f  s i s t e r s ,  f a m i ly  s i z e ,  a l l  
i n f l u e n c e d  p lacem en t  s l i g h t l y  n e g a t i v e l y .  Again ,  t h i s  may mean t h a t  
w i t h  g r e a t e r  f a m i l y  i n v o lv e m e n t ,  p l a c e m e n t  i s  s u b j e c t  t o  g r e a t e r  c r i t i ­
c i s m .  Though t h i s  may be seen  by p r o f e s s i o n a l s  as  p o t e n t i a l  f o r
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g r e a t e r  i n t e r f e r e n c e  in  t h e i r  a l r e a d y  d i f f i c u l t  t a s k  o f  p l a c i n g  
d i s a b l e d  pe o p le  in t h e  community, in  t h e  long r u n ,  g r e a t e r  s c r u t i n y  by 
consumers  s h ou ld  Improve t h e  q u a l i t y  o f  c a r e .
A no the r  e x p l a n a t i o n  may be t h a t  t h e  r e l a t i o n s h i p  o f  t h e s e  
v a r i a b l e s  t o  s u c c e s s f u l  p lacemen t  may n o t  be l i n e a r .  Extreme va lu e s  
may have a n e g a t i v e  e f f e c t  bu t  m id d le  r a n g e  va lu es  may have a p o s i t i v e  
i n f l u e n c e .  A modera te  amount of  k in  s u p p o r t ,  f o r  e xa m p le ,  may be a 
p o s i t i v e  i n f l u e n c e  upon s u c c e s s  w h i l e  t o o  much or  t o o  l i t t l e  i n v o l v e ­
ment  may be a n e g a t i v e  i n f l u e n c e .  Or,  as  a no the r  e xa m p le ,  very l a r g e  
o r  v e ry  small  f a m i l i e s  may no t  be a b l e  t o  lend s u p p o r t  o r  be a p o s i ­
t i v e  i n f l u e n c e  because  t h e y  may have t o o  few r e s o u r c e s  t o  spa re  o r  be 
h i g h l y  p r o t e c t i v e  o f  t h e  r e s o u r c e s  t h e y  do have,  r e s p e c t i v e l y .
These  r e s u l t s  may a l s o  have t o  do w i th  the  way S u c c e ss f u l  
P lacem ent  was measured .  S in c e  i t  i n c l u d e d  o b j e c t i v e  m easu res  o f  r e s i ­
d e n t i a l  and e d u c a t i o n a l  ou tcomes ,  i t  may be t h a t  f a m i l y  v a r i a b l e s  a re  
n o t  d i r e c t l y  r e l e v a n t ,  t h a t  t h e i r  e f f e c t  i s  upon some i n t e r v e n i n g  
v a r i a b l e ,  such  as  p a r e n t s '  c o n f id e n c e  in  t h e i r  a b i l i t y  t o  problem 
s o l v e .  We have seen in  C h a p te r  4 t h a t  a v a i l a b i l i t y  o f  s e r v i c e s  i s  t h e  
s t r o n g e s t  d e t e r m i n a n t  o f  pl acement  s u c c e s s  in the  minds o f  p a r e n t s .
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T a b le  6 .2  C o r r e l a t e s  o f  P o s i t i v e  Impact  o f  C h i l d r e n ' s  
R e tu rn  t o  t h e  Community
Independen t
V a r i a b l e
R e g r e s s io n  C o e f f i c i e n t s  
S t a n d a r d i z e d  U n s t a n d a r d i z e d
A t t i t u d e s  Toward 
DI Ideo logy
.28* .23
F a t h e r  in  t h e  Home .22 .38
Female Ch i ld - .4 6 * * - . 5 7
C h i ld  D i a g n o s i s - . 0 4 - . 0 3
F a t h e r ' s  E d u c a t io n - . 1 3 - . 0 5
M o th e r ' s  C u r r e n t  Age .07 .01
Kin Support .09 .04
S e r v i c e s  i n  Community .31+ .12
Im por tance  o f  R e l i g i o n .02 .01
P r o p o r t i o n  o f  S i s t e r s - . 1 2 - . 1 9
Rsq* .4 4  
Adj  Rsq* .2 8  
F* 2 . 7 0  
N= 45
i n  OR m
R e s u l t s :  C o r r e l a t e s  o f  P o s i t i v e  Impact  o f  t h e  C h i l d ' s  Return
Table  6 . 2  shows t h e  p r e d i c t o r s  o f  p o s i t i v e  impact  on f a m i ly  
r o u t i n e s  when t h e  c h i l d  r e t u r n s  t o  t h e  community. The r e s u l t i n g  Rsq 
was .44 w i t h  an a d j u s t e d  Rsq.  o f  . 2 8 .  Backward e l i m i n a t i o n  y i e l d e d  an 
a d j u s t e d  Rsq . 3 2 .  Thus 32% o f  t h e  v a r i a n c e  o f  Impact  i s  e x p la i n e d  by 
p a r e n t s '  s c o r e  on t h e  DI S c a l e ,  t h e i r  b e l i e f  1n t h e  a v a i l a b i l i t y  o f  
s e r v i c e s  i n  t h e  community and t h e  c h i l d ' s  g e n d e r .
The key  c o r r e l a t e s  o f  a p o s i t i v e  Impact  a r e  p a r e n t s '  r a t i f i c a ­
t i o n  o f  DI i d e o l o g y  and t h e i r  b e l i e f  t h a t  s e r v i c e s  a r e  a v a i l a b l e  i n
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t h e  community. When th e  sex  o f  t h e  c h i l d  i s  f e m a le ,  however,  t h e  
impac t  i s  l e s s  p o s i t i v e .  Carson (1986)  has  su g g e s t e d  t h a t  pe rhaps  
be c ause  f e m a le s  a r e  viewed as  c a r e g i v e r s ,  a r e t a r d e d  g i r l ' s  r e t u r n  t o  
t h e  community may be viewed w i th  d i s a p p o i n tm e n t  in t h e  f a c e  o f  t h e  
knowledge t h a t  she  cannot  f u l f i l l  t h i s  r o l e .  Ano ther  p l a u s i b l e  e x p l a n ­
a t i o n  i s  t h a t  r e t a r d e d  g i r l s  a r e  v u l n e r a b l e  t o  s e x u a l  a t t a c k  which 
f a m i l i e s  f i n d  worr isome ( T r a i n o r ,  1 9 8 6 ) .  Another ,  l e s s  d r a m a t i c ,  
e x p l a n a t i o n  i s  t h e  f a c t  t h a t  t h e  impact  s c a l e  m easu res  change in 
f a m i l y  r o u t i n e s .  For t h e  most  p a r t ,  p a r e n t s  d id  n o t  a n t i c i p a t e  a 
g r e a t  deal o f  change ,  e i t h e r  p o s i t i v e  o r  n e g a t i v e  e x c e p t  with r e s p e c t  
t o  t h e i r  c h i l d r e n ' s  own p e r s o n a l  h a p p in e s s  and s o c i a l i z a t i o n .  (See 
T a b l e  4 . 3 . )  I t  may be t h a t ,  s i n c e  boys a r e  more l i k e l y  t o  be i n s t i t u ­
t i o n a l i z e d ,  t h e i r  r e t u r n  i s  g r e e t e d  w i t h  an e lement  o f  s u r p r i s e  a t  
t h i s  a c h ie ve m e n t .  A g i r l ' s  r e t u r n  on t h e  o t h e r  hand may be seen as  
somewhat l e s s  o f  a change in  r o u t i n e  s i n c e  females  t e n d  t o  be more a 
p a r t  of  t h e  d o m e s t i c  s c e n e .
Summary and C o n c lu s io n s  
The o v e r a r c h i n g  h y p o t h e s i s  t e s t e d  i n  t h i s  c h a p t e r  i s :  The 
g r e a t e r  the  k i n  s u p p o r t ,  t h e  more l i k e l y  placement  outcomes w i l l  be 
s u c c e s s f u l  and have a p o s i t i v e  impact upon the  f a m i l y .
C o n t r a r y  t o  our  e x p e c t a t i o n s ,  k in  s u p p o r t  was n o t  s i g n i f i c a n t l y  
c o r r e l a t e d  w i t h  e i t h e r  S u c c e s s f u l  P la ce m en t  or  I m p a c t ,  a l l  o t h e r  
v a r i a b l e s  h e l d  c o n s t a n t .  B e fo re  we s p e c u l a t e  as t o  why t h i s  r e s u l t  
was o b t a i n e d ,  l e t  us r e v i e w  t h e  f i n d i n g s .
Two r e g r e s s i o n  models  o f  p lacemen t  outcomes s e r v e d  to  i d e n t i f y  
c o r r e l a t e s  o f  s u c c e s s f u l  p lac e m e n t  and p o s i t i v e  im pac t  o f  t h e  c h i l d ' s  
r e t u r n  on t h e  f a m i l y .
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S u c c e s s f u l  Placement  was measured by a s c a l e  compri sed o f  f i v e  
v a r i a b l e s  i n c l u d i n g  t h e  l e n g t h  o f  s t a y  in  t h e  community,  no t  r e t u r n i n g  
t o  LSS, a t t e n d i n g  and s t a y i n g  in an e d u c a t i o n a l  program, and a n o r ­
m a l i z e d  r e s i d e n t i a l  s e t t i n g .  S u c c e s s f u l  Placement  was found  t o  be
p o s i t i v e l y  c o r r e l a t e d  w i th  f a t h e r s '  e d u c a t i o n  and f a t h e r s '  soc ioeconomic  
s t a t u s ,  bu t  n e g a t i v e l y  c o r r e l a t e d  w i th  t h e  p r e s e n c e  o f  t h e  f a t h e r  in 
t h e  home. Th is  l a t t e r  f i n d i n g  s u g g e s t s  t h a t ,  as a team, p a r e n t s  may 
be more s k e p t i c a l  o f  s e r v i c e s  a v a i l a b l e  in t h e  community. In o r d e r  t o  
f u l l y  u n d e r s t a n d  t h i s  outcome and t o  v e r i f y  i t ,  i t  would be n e c e s s a r y  
t o  ask p a r e n t s  s e p a r a t e l y  and j o i n t l y  t h e i r  o p i n io n s  abou t  p lacem en t .  
However, a ne cdo ta l  e v id e n c e  and o t h e r  w r i t e r s  s u g g e s t  t h a t  once 
p a r e n t s  have seen t h e  r e s u l t s  o f  good p ro g ra m m in g - - th a t  c h i l d r e n  do
improve in s k i l l s — r e s i s t a n c e  t o  c o m m u n i t i z a t io n  m e l t s .  Our sample
s i z e s  were to o  small  t o  examine r e g i o n a l  d i f f e r e n c e s  in  a t t i t u d e s
r e g a r d i n g  s e r v i c e s ,  bu t  I would s u s p e c t  t h a t  r e g i o n s  in  which s e r v i c e s
a r e  wel l  deve loped  and a v a i l a b l e  would r e v e a l  p o p u l a t i o n s  o f  p a r e n t s  
who showed c o n f i d e n c e  and opt im ism f o r  p lacemen t  outcomes .
P o s i t i v e  impact  seems t o  be b e s t  p r e d i c t e d  by p a r e n t s '  b e l i e f  
t h a t  s e r v i c e s  a r e  a v a i l a b l e  and p a r e n t s '  a p p r o b a t io n  o f  d e i n s t i t u ­
t i o n a l i z a t i o n  i d e o l o g y .  I t  was f u r t h e r  conc luded  t h a t  b o y s '  community
p lacem en t  has a g r e a t e r  p o s i t i v e  impact  upon p a r e n t s  t h a n  when a g i r l  
r e t u r n s  t o  t h e  community. I t  was s p e c u l a t e d  t h a t  a b o y ' s  r e t u r n  might  
be seen  as  a g r e a t e r  ach ie vem en t  because  boys a r e  more l i k e l y  t o  be 
i n s t i t u t i o n a l i z e d  in t h e  f i r s t  p l a c e .
To r e t u r n  t o  t h e  c e n t r a l  f o c u s  o f  t h i s  c h a p t e r ,  k in  s u p p o r t  was 
n o t  found t o  have any a p p r e c i a b l e  c o r r e l a t i o n  w i th  p lacemen t  outcomes
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as  t e s t e d  in  t h e  r e g r e s s i o n  m o d e l s .  Th is  s h o u ld  not  be i n t e r p r e t e d  to  
mean t h a t  k in  s u p p o r t  i s  i r r e l e v e n t  to  s u c c e s s f u l  programming.  As 
emphas ized in  t h i s  r e p o r t ,  e x te n d e d  f a m i l i e s  a r e  be ing  r e c r u i t e d  t o  
h e l p  in  t h e  p r o c e s s  o f  e a r l y  t r e a t m e n t  and i n t e r v e n t i o n  (Sonnek,  1986;  
Vadasy and F e w e l l ,  1986) .  The v a r i a b l e s  u sed  to  measure  suc ce s s  do 
n o t  "match" w i th  t h e  s t r u c t u r e  o f  extended  k i n .  S u c c e s s f u l  p lacem en t  
outcomes  were o p e r a t i o n a l i z e d  by o b j e c t i v e  measures  o f  r e s i d e n t i a l  and 
e d u c a t i o n a l  p l a c e m e n t s .  A c c o rd ing  to  L i t w a k ' s  t y p o lo g y ,  t h e s e  a r e  t h e  
s p h e r e s  o f  l a r g e  o r g a n i z a t i o n s ,  which p r o v i d e  s e r v i c e s  t h a t  kin do no t  
p r o v i d e  in i n d u s t r i a l  s o c i e t y  ( i . e . ,  e d u c a t i o n ) .  These  t a s k s  a r e  
t h e r e f o r e  u n r e l a t e d  t o  t a s k s  t h a t  can be accom pli shed  by f a m i ly  mem­
b e r s .  Hence,  k i n  s u p p o r t  was e s s e n t i a l l y  u n c o r r e l a t e d  w i t h  Success  or  
Im p a c t .  We m igh t  e x p e c t  t h a t  f a m i l i a l  s u p p o r t ,  c a r e  and love  a r e  
i r r e p l a c e a b l e  in  c o n t r i b u t i n g  t o  o n e ' s  s e n s e  of  w e l l - b e i n g .  By t h i s ,
I mean t h a t  s u b s t i t u t e s  a r e  j u s t  t h a t ;  t h e y  a r e  not  e q u i v a l e n t s .
I t  may wel l  be t h a t  k in  s u p p o r t  has  an i n d i r e c t  e f f e c t  upon p lac e m e n t  
ou tcom es .
O the r  r e l e v e n t  c r i t e r i a  o f  success  w e r e  not  i n c l u d e d .  R e c a l l  
t h a t  a key c r i t e r i o n  t h a t  was m is s in g  was t h e  d i s a b l e d  p e r s o n ' s  own 
e v a l u a t i o n  o f  what  i s  a d e s i r a b l e  outcome. In f u t u r e  r e s e a r c h ,  t h e n ,  
s u c c e s s  shou ld  be o p e r a t i o n a l i z e d  not  o n l y  i n  terms o f  programming 
and t r e a t m e n t ,  b u t  a l s o  in t e r m s  o f  the  r e i n t e g r a t i o n  o f  t h e  r o l e  o f  
t h e  f a m i l y .  Li twak (1985) has  i d e n t i f i e d  suc h  v a r i a b l e s  as  t h e  u s e  o f  
t h e  t e l e p h o n e ,  p e r i o d i c  f a c e - t o - f a c e  c o n t a c t  wi th  t h e  f a m i l y ,  a f f o r d e d  
by p r o x i m i t y  a n d / o r  m a t e r i a l  r e s o u r c e s ,  as  i m p o r t a n t  1n f u l f i l l i n g  t h e  
n u r t u r i n g  r o l e  o f  t h e  f a m i l y .
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In t h e  n e x t  two c h a p t e r s ,  we w i l l  examine t h e  c o r r e l a t e s  o f  kin 
s u p p o r t .
In t h e  n e x t  c h a p t e r ,  we w i l l  examine t h e  i n f l u e n c e s  of  kin sup ­
p o r t  on t h e  p r o c e s s  o f  c o m m u n i t i z a t i o n .  S ince  we d i d  no t  see any 
c o r r e l a t i o n  o f  k in  s u p p o r t  w i th  community outcomes ,  i t  i s  n e c e s s a r y  t o  
look a t  how and when k in  become i n v o lv e d  wi th  t h e  hand ic apped  f a m i ly .  
To r e i t e r a t e  t h e  r a t i o n a l e :  I f  t h e  goal  i s  c o m m un i t i za t ion  and kin
a r e  t h e  i n t e r f a c e  between t h e  hand icapped  f a m i ly  and t h e  community, 
t h e n  t h e y  a r e  a most i m p o r t a n t  t a r g e t  group f o r  r e s o u r c e s ,  sha red  
r e s p o n s i b i l i t y  and ch a n g in g  t h e  a t t i t u d i n a l  c l i m a t e .
In C h a p te r  7 we w i l l  f u r t h e r  a s c e r t a i n  t h e  c o r r e l a t e s  of  kin 
s u p p o r t  and we w i l l  t a k e  a c l o s e r  look a t  d e v e lo p m e n t a l l y  d i s a b l e d  
c h i l d r e n  in t h e  l i v e s  o f  t h r e e  f a m i l i e s .
CHAPTER 7
KIN SUPPORT AND COMMUNITY PLACEMENT: CASE STUDIES
S e v e r a l  i s s u e s  I n v o lv e d  in  examining k in  s u p p o r t  a r e  b rough t  to
l i g h t  i n  t h e  c a s e  m a t e r i a l  p r e s e n t e d  h e r e .  The r o l e  k in  p l a y  in  t h e  
c a r e  o f  h a n d ic a p p e d  c h i l d r e n  and t h e i r  f a m i l i e s  can be examined using 
L i t w a k ' s  p r i n c i p l e  of  m a t c h in g .  R e c a l l ,  t h i s  p r i n c i p l e  s t a t e s  t h a t  
t h e  s t r u c t u r e  o f  t h e  t a s k ,  i n  t h i s  c a s e ,  t h e  t r e a t m e n t  and c a r e  o f  a
d i s a b l e d  c h i l d ,  must  be matched  by th e  s t r u c t u r e  of  t h e  g roup  p r o ­
v i d in g  t h e  c a r e  in  o r d e r  f o r  t h e  t a s k  t o  be p r o p e r l y  c a r r i e d  o u t .
The e s s e n t i a l  p o i n t  t h a t  Li twak makes i s  t h a t  t h e s e  g roups  a r e  not  
i n t e r c h a n g e a b l e  wi th  r e s p e c t  t o  t h e i r  t a s k s .
The s t r u c t u r e s  o f  t h e  t a s k s  o f  c a r i n g  f o r  hand icapped  c h i l d r e n  
r e q u i r e  a c o m b in a t io n  o f  i n t e r v e n t i o n s  c h a r a c t e r i z e d  by bo th  p r o ­
f e s s i o n a l  e x p e r t i s e  and l o n g - t e r m  commitment . I w i l l  t r y  t o  show t h a t  
t h e s e  c h a r a c t e r i s t i c s  s e r v e  t o  de marca te  t h e  r o l e s  o f  p r o f e s s i o n a l  and 
n o n - p r o f e s s i o n a l  c a r e g i v e r s ,  where t h e y  may o v e r l a p ,  and where  they  
may be q u i t e  s e p a r a t e .  The g u i d in g  q u e s t i o n s  a r e :  Who a r e  t h e  key 
s o u rc e s  o f  s u p p o r t ?  What a s p e c t s  of  t h e  f a m i l y  and i t s  s t r u c t u r e  a r e  
l i k e l y  t o  promote  k in  s u p p o r t ?  How i s  k in  s u p p o r t  r e l a t e d  t o  t h e  c a re  
o f  d e v e l o p m e n t a l l y  d i s a b l e d  pe o p le ?
One i m p o r t a n t  e le m en t  i n  d e te r m i n in g  t h e  p o t e n t i a l  a v a i l a b i l i t y  
o f  s u p p o r t  f rom t h e  k in  g roup  i s  t h e  l o c a t i o n  in  t h e  de ve lopm en ta l  
c y c l e  o f  i t s  members . I f  most  r e l a t i v e s  a r e  i n v o lv e d  in  t h e  c a r e  of  
t h e i r  own young c h i l d r e n ,  t h e n  t h e r e  i s  l e s s  l i k e l y  t o  be m a t e r i a l  or  
human r e s o u r c e s  l e f t o v e r  f o r  t h e  c a r e  o f  a c h i l d  o u t s i d e  t h e  n u c l e a r  
f a m i l y ,  e s p e c i a l l y  a c h i l d  w i t h  m u l t i p l e  h a n d i c a p s .  A n o th e r  e lement
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i s  t h e  s h e e r  number o f  women i n  t h e  f a m i ly  n e tw o rk .  At t h i s  w r i t i n g ,  
women s t i l l  b e a r  t h e  most r e s p o n s i b i l i t y  f o r  t h e  c a re  o f  c h i l d r e n ,  
w h e th e r  t h e y  p r o v i d e  t h a t  c a r e  d i r e c t l y  t o  t h e i r  own c h i l d r e n  o r  t o  
o t h e r s '  c h i l d r e n ,  o r  p lan  t h e  u s e  o f  d a y c a r e  (Genovese, 1 9 8 4 ) .
Whether  a m o th e r  o f  a h a n d ic a p p e d  c h i l d  has  s i s t e r s  and a mother  s t i l l  
l i v i n g ,  w i l l  g r e a t l y  i n c r e a s e  t h e  l i k e l i h o o d  o f  her  r e c e i v i n g  s o c i a l  
s u p p o r t .  G eo g ra p h ic  p r o x i m i t y  i s  a l s o  n e c e s s a r y  f o r  any p r o v i s i o n  of  
r e s p i t e  c a r e ,  b u t  no t  f o r  s o c i a l  suppo r t  ( L i t w a k ,  1985) .
Data  f rom t h e  f i r s t  i n t e r v i e w s  o f  a l l  93 f a m i l i e s  o f  both 
L e a v e r s  and S t a y e r s  were combed f o r  v o l u n t e e r e d  comments r e g a r d i n g  
f a m i l y  s u p p o r t  and w i l l  be p r e s e n t e d  f i r s t ,  fo l low e d  by t h r e e  ca se  
s t u d i e s .
Table  7 . 1 .  Numbers of  F a m i l i e s  Repo r t ing  Kin Suppor t*
Leavers  S t a y e r s  T o t a l s
(n=19)  (n=20) (n=39)
A. Extended Kin
Maternal  Kin 
Grandmothers  

















P a t e r n a l  Kin 
Grandmothers  














B.  Nuc lear  Fam i ly
S i s t e r s
B r o t h e r s







♦All  kin a r e  r e f e r e n c e d  t o  t h e  c h i l d .
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F a m i l i e s  o f  19 L e a ve r s  and 20 S t a y e r s  s p e c i f i e d  t h e  k in  who were 
s u p p o r t i v e .  T a b l e  7 .1  shows t h e  number o f  i n s t a n c e s  c e r t a i n  kin were 
s p e c i f i e d .  Grandmothers  were r e p o r t e d  most  o f t e n  as t h e  key f i g u r e s  
in  t h e  s u p p o r t  ne tw ork .  In no i n s t a n c e  was a g r a n d f a t h e r  i d e n t i f i e d  
as  s u p p o r t i v e  and no t  t h e  g randm othe r ,  th o u g h ,  in one i n s t a n c e  a 
p a t e r n a l  g r a n d f a t h e r  was r e p o r t e d  as  more s u p p o r t i v e  t h a n  t h e  p a t e r ­
n a l  g randm other .  With r e g a r d  t o  hand ic apped  f a m i l i e s ,  t h e s e  f i n d i n g s  
a r e  c o n s i s t e n t  w i th  t h o s e  o f  F a r b e r  ( 1 9 6 0 ) ,  Gath (1978) ,  Nemzoff 
( 1 9 7 9 ) ,  and S u e l z l e  Keenan (1980) .
D i f f e r e n c e s  between Leavers  and S t a y e r s  were shown in the  l ev e l  
o f  invo lvement  o f  p a t e r n a l  g r a n d p a r e n t s ,  b r o t h e r s  and s i s t e r s ,  and 
h u s b a n d s .  In t h e  m a j o r i t y  o f  t h e  S t a y e r s '  f a m i l i e s ,  p a t e r n a l  g rand­
p a r e n t s  were j u s t  as s u p p o r t i v e  as  m a t e rn a l  g r a n d p a r e n t s .  By 
c o n t r a s t ,  o n ly  a f i f t h  o f  p a t e r n a l  g r a n d p a r e n t s  were as i n v o lv e d  in 
L e a v e r s '  f a m i l i e s .  S i b l i n g s  and husbands were r e p o r t e d  p r o p o r t i o n a l l y  
more o f t e n  as s o u r c e s  o f  s u p p o r t  in  L e a v e r s '  f a m i l i e s  t h a n  in 
S t a y e r s ' .
In sum, f a m i l i e s  o f  S t a y e r s  t ende d  t o  r e p o r t  equa l  invo lvement  
o f  m a te rn a l  and p a t e r n a l  g r a n d p a r e n t s ,  whereas  f o r  L e a v e r s ,  m ate rna l  
k i n  in  g e n e ra l  were t h e  more i n v o l v e d .  M othe rs '  s i s t e r s  were men­
t i o n e d  p r o p o r t i o n a l l y  more o f t e n  by S t a y e r s '  p a r e n t s .  In bo th  g ro u p s ,  
m o t h e r s '  s i s t e r s  were more l i k e l y  t o  be s u p p o r t i v e  t h a n  husb a n d s '  
s i s t e r s .
What t h e s e  d a t a  s u g g e s t  i s  t h a t  when s u p p o r t ,  in t h e  form of  
goods  and s e r v i c e s ,  i s  r e q u i r e d ,  m o th e r s '  g r e a t e s t  r e s o u r c e s  a r e  among 
t h e  women o f  h e r  c o n s a n g u in e  k i n .  T h i s  i s  n o t  s u r p r i s i n g  s i n c e  
m o th e r s  o f  L e a ve r s  r e q u i r e  more c o n c r e t e  h e l p  s in c e  t h e i r  c h i l d r e n  a r e
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home w i th  t h e  f a m i l y .  G e n e r a l l y ,  r e s e a r c h e r s  have found t h a t  in  
i n t a c t  m a r r i a g e s ,  women look t o  t h e i r  own mothers  and s i s t e r s  f o r  sup­
p o r t  and a id  r a t h e r  t h a n  t h e i r  i n - l a w s  ( B o t t ,  1957; Young and 
W i l l m o t t ,  1957;  Komarovsky, 1962;  Yanag isako ,  1 9 7 7 ) .  By c o n t r a s t ,  
m o th e r s  o f  S t a y e r s  a r e  most  l i k e l y  r e p o r t i n g  s u p p o r t  in  t h e  fo rm o f  
v i s i t s  t o  t h e  i n s t i t u t i o n ,  small  g i f t s ,  a d v i c e ,  e t c .  These 
e x p r e s s i o n s  o f  s u p p o r t  a r e  more e a s i l y  p rov ide d  ( r e q u i r i n g  l e s s  t im e  
and e f f o r t )  and s o ,  p e r h a p s ,  s u p p o r t  can be d i v i d e d  more e q u a l l y  b e t ­
ween bo th  s e t s  o f  k in  in  S t a y e r s '  f a m i l i e s .
In t h e  c a s e  s t u d i e s  t h a t  f o l l o w ,  we w i l l  look more c l o s e l y  a t  
t h e  p r o c e s s e s  in v o lv e d  in  k i n  s u p p o r t .  Unl ike  ou r  o v e r a l l  s u r v e y  
where  we looked  a t  p e r c e i v e d  k in  s u p p o r t ,  in t h e  s t u d i e s  t h a t  f o l l o w ,  
we a r e  i n t e r v i e w i n g  t h e  f a m i l y  members t hem se lve s  and a sk in g  them 
d i r e c t l y  abou t  t h e i r  i n v o lv e m e n t .
T a b le  7 . 2 .  P e r s o n s  I n t e r v i e w e d  in  t h e  3 Case S t u d i e s
Cheryl  Bonaven ture GG Lawson Les Dawes
Mother
P a t e r n a l  Grandmother  
P a t e r n a l  G r a n d f a t h e r  
M a te rna l  Grandmother
Mother
Older  s i s t e r  





Maternal  Aunt  
(by m a r r i a g e )
Les
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The Case S t u d i e s  
The f a m i l i e s  a p p e a r in g  1n t h i s  c h a p t e r  were chosen f o r  t h e  c a s e  
s t u d i e s  because  t h e y  p rov id ed  a t  l e a s t  f o u r  f a m i ly  members and were 
t h e  most  w i l l i n g  t o  c o o p e r a t e .  Table  7 .2  shows who was i n t e r v i e w e d  in  
e a ch  f a m i l y .  Each i n t e r v i e w  ave raged  a b o u t  two h o u r s .  The i n t e r v i e w  
s c h e d u l e  used a p p e a r s  In Appendix E.
More on Method: The Familygram
The main r e a s o n s  f o r  i n t e r v i e w i n g  m o th e r s  and t h e i r  r e l a t i v e s  
f o r  t h e  case  s t u d i e s  was t o  d i s c o v e r  what  m o t iv a t e d  and i n h i b i t e d  kin 
invo lvem en t  in  t h e  c a r e  o f  t h e  d i s a b l e d  c h i l d  and k i n ' s  s u p p o r t  o f  t h e  
m o t h e r .  I was i n t e r e s t e d  in  i d e n t i f y i n g  t h e  r e s o u r c e  p o o l ,  t h e  k inds  
o f  h e l p  t h a t  were  p r o v id e d ,  by whom and in  what  t ime  f r a m e .  F i n a l l y ,  
I wanted  t o  f i n d  o u t  about  r e l a t i v e s '  a t t i t u d e s  toward d e i n s t i t u t i o n a -  
l i z a t i o n  and what  i n f l u e n c e d  t h e s e  a t t i t u d e s .
In  o rd e r  t o  e s t a b l i s h  r a p p o r t  q u i c k l y  and s i m u l t a n e o u s l y  t o  map 
o u t  t h e  kin r e s o u r c e  p oo l ,  t h e  f i r s t  p a r t  o f  t h e  i n t e r v i e w  wi th  each 
r e l a t i v e  was d e v o t e d  to  t h e  f am i ly g ram ,  an e v a l u a t i v e  t o o l  used by and 
known t o  f a m i ly  t h e r a p i s t s  a s  t h e  "genogram" (Hartman,  1976 ) .  The 
f am i lyg ram  f o c u s e s  on the  i n f o r m a n t ' s  n u c l e a r  f a m i l y  and b ranches  o u t ­
ward from t h e r e  t o  t h e  d e s c r i p t i o n s  of  t h e  i n f o r m a n t ' s  f a m i l y  o f  o r i ­
g i n ,  h e r  or  h i s  s p o u s e ' s  f a m i l y  o f  o r i g i n  and s k e t c h e s  o u t  t h e  
r e l e v a n t  c o l l a t e r a l s  ( th o s e  s i b l i n g s  w i th  whom th e y  have  c o n t a c t ) .
The r e s u l t i n g  d i a g r a m  ( e . g . ,  s e e  F ig u re  7 . 1 ) ,  becomes a p o i n t  o f  
r e f e r e n c e  t o  h e l p  t h e  i n fo r m a n t  r e c a l l  key  i n d i v i d u a l s ,  o c c u p a t i o n s ,  
a s  w e l l  as s i g n i f i c a n t  l o s s e s  by d e a t h .
Guer in and Pe nda ga s t  have  adap ted  t h e  a n t h r o p o l o g i s t ' s  d i ag ra m ­
m a t i c  r e p r e s e n t a t i o n  o f  k in  r e l a t i o n s  as  an e f f i c i e n t  means of
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i d e n t i f y i n g  f a m i l y  s t r e n g t h s  and weaknesses  in  o r d e r  to
s p e l l  ou t  t h e  p h y s i c a l  and em ot iona l  b o u n d a r i e s ,  the  
c h a r a c t e r i s t i c s  o f  membership,  the  nodal e v e n t s  [ e v e n t s  
a round  which ,  e . g . ,  f a m i ly  c o n t a c t —e i t h e r  spon taneous  o r  
r o u t i n i z e d — i s  m ade] ,  t o x i c  i s s u e s ,  em o t io n a l  c u t o f f s ,  t h e  
g e n e r a l  o p e n n e s s / c l o s e d n e s s  and t h e  m u l t i p l i c i t y  or  p a u c i t y  
o f  a v a i l a b l e  r e l a t i o n s h i p  o p t i o n s  (1976: 4 5 2 ) .
In t h i s  s t u d y ,  t h e  use o f  t h e  familygram i s  t h e  same as  when i t  
i s  used in t h e r a p y :  t o  i d e n t i f y  l o c i  o f  s u p p o r t  in  t h e  f a m i l y  n e t ­
work.  The major  d i f f e r e n c e ,  however ,  i s  t h a t  w h i l e  t h e  t h e r a p i s t ' s  
goa l  i s  t o  i d e n t i f y  a r e a s  f o r  p o t e n t i a l  r e s t r u c t u r i n g  of  f a m i l y  r e l a ­
t i o n s  a t  t h e  group and i n d i v i d u a l  l e v e l s ,  t h e  r e s e a r c h  goal  i s  s imply 
t o  d e s c r i b e  how f a m i l i e s  s u p p o r t  one a n o th e r  and t o  i d e n t i f y  e lem en ts  
in  f a m i l y  s t r u c t u r e  which p l a c e  mothers  of  ha nd icapped  c h i l d r e n  a t  
r i s k  o f  a l ack  o f  f a m i l y  s u p p o r t .
I use t h e  t e rm  "familygram" ( S h a p i r o ,  1983)  t o  r e p l a c e  t h e  term 
"genogram" be cause  I b e l i e v e  i t  i s  more d e s c r i p t i v e  o f  what i s  being  
d e p i c t e d  and examined .  S ince  t h e  focus  i s  b i o s o c i a l  and no t  g e n e t i c  or  
g e n e o l o g i c a l  ( though  t h e s e  p l a y  a p a r t ) ,  t h e  p r e f i x  "geno-"  can j u s t i ­
f i a b l y  be r e p l a c e d  by " f a m i l y - " ,  s i n c e  the  main i n t e r e s t  i s  a diagram 
o f  t h e  f a m i l y .  F u r th e r m o r e ,  t h i s  te rm seems more s a l i e n t ,  r e a d i l y  
c o m p r e h e n s ib le  and l e s s  c l i n i c a l - s o u n d i n g  t o  t h e  f a m i l i e s  b e i n g  i n t e r ­
v iewed.  For  t h e  most  p a r t ,  however ,  the  t e rm s  a r e  synonymous and the  
t e c h n i q u e s  I used  f o l l o w e d  s i m i l a r  l i n e s  o f  q u e s t i o n i n g .
The q u e s t i o n s  I used t o  accompany t h i s  d iag ram  were: What a re
t h e  b i r t h p l a c e s  and c u r r e n t  r e s i d e n t i a l  l o c a t i o n s ?  O c c u p a t io n s ?  Who 
has  d i e d ?  When? How? What a r e  t h e  d i s t a n c e s  ( i n  m i l e s )  f rom t h e  
c h i l d ,  i f  peop le  r em a in  w i t h in  t h e  s t a t e ?  Who i s  d ivo rc e d?
Rem arr ied?  All  t h e s e  q u e s t i o n s  s e r v e  t o  i d e n t i f y  a p e r s o n ' s  l o c a t i o n  
in  t h e  deve lopm en ta l  c y c l e ,  l e v e l  o f  emot iona l  m a t u r i t y ,  a f f e c t i v e
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r e l a t i o n s h i p s ,  soc ioeconomic  s t a t u s  and s o c i a l  involvement  in the  n e t ­
work.  Whether o r  no t  t h e  i n f o r m a n t  can answer  c e r t a i n  q u e s t i o n s  or  
v o l u n t e e r  c e r t a i n  i n f o r m a t i o n  a l s o  p l ay s  a p a r t  in i n d i c a t i n g  the  
e x t e n t  of  t h e  p e r s o n ' s  i nvo lve m e n t  in h i s / h e r  f a m i ly .
In t h e  c a s e  s t u d i e s  t h a t  f o l l o w ,  a number of  key a s p e c t s  o f  k in  
s u p p o r t  a re  i l l u s t r a t e d .  These  a re  the  im p o r ta n c e  of  t h e  number o f  
women in t h e  k i n  ne tw ork ,  e s p e c i a l l y  in t h e  m o t h e r ' s  f a m i l y  o f  o r i g i n ;  
t h e  l e v e l  o f  c o o p e r a t i o n  among k i n ;  t h e  deve lo pm en ta l  s t a g e s  of  the  
n u c l e a r  f a m i l i e s ,  and th e  c h i l d ' s  l ev e l  o f  r e t a r d a t i o n .  The s t u d i e s  
i l l u s t r a t e  t h e  i n d i r e c t  and d i r e c t  i n f l u e n c e s  o f  kin s u p p o r t  on the  
c a r e ,  e s p e c i a l l y  amount of  s e r v i c e s  and l e v e l  o f  invo lvement  in the  
community,  o f  t h e  hand ic apped  p e r s o n .
The f a m i l i e s  i l l u s t r a t e  t h e  p o s i t i v e  e f f e c t s  of  s t r o n g  kin sup ­
p o r t  on the  c a r e  o f  a h a nd ic a ppe d  c h i l d  and how a lack o f  t h i s  s u p p o r t  
can  i n d i r e c t l y  r e d u c e  community c a re  o p p o r t u n i t i e s .  The s t u d i e s  
s u g g e s t  t h a t  t h e  i n d i r e c t  e f f e c t s  of  t h i s  s u p p o r t  m a n i f e s t  them se lves  
i n  t h e  cop ing  s k i l l s  o f  t h e  p a r e n t s  t o  meet  t h e  c h a l l e n g e s  o f  
o b t a i n i n g  e d u c a t i o n  and t r e a t m e n t  f o r  t h e i r  c h i l d r e n .  The d i r e c t  
e f f e c t s  a re  d a i l y  s o c i a l  s u p p o r t  and th e  o c c a s i o n a l  r e s p i t e  t h e y  have 
p r o v i d e d  t h r o u g h o u t  t h e  y e a r s .  The p r o x i m i t y  o f  the  g r a n d p a r e n t s ,  
e s p e c i a l l y  t h e  m a te rn a l  g r a n d m o th e r ,  s e r v e s  t o  en a b le  m a t e r i a l  goods 
and s e r v i c e s  t o  be exchanged .  However, t h e r e  a re  f a c t o r s  i n h i b i t i n g  
t h e s e  e x c h a n g e s .  These f a c t o r s  w i l l  be d i s c u s s e d  nea r  t h e  end o f  t h e  
c h a p t e r .  A l though  f a t h e r s  a r e  p o o r ly  r e p r e s e n t e d  in t h i s  s t u d y ,  as 
w i l l  be s e e n ,  t h e i r  r o l e ,  e i t h e r  by t h e i r  way o f  h a n d l in g  t h e  p r o v id e r  
r o l e  o r  t h e i r  a b s e n c e ,  i s  n o t  t o  be u n d e r e s t i m a t e d .
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The names o f  a l l  p a r t i c i p a n t s  and t h e  names o f  towns where they  
l i v e ,  have been changed  t o  c o ncea l  t h e i r  i d e n t i t y .  Most q u o t e s  a re  
v e r b a t im  from t a p e  r e c o r d e d  i n t e r v i e w s ,  u n l e s s  o t h e r w i s e  i n d i c a t e d .
CHERYL BONAVENTURE
The s t o r y  o f  Cheryl  Bonaven ture  i s  t h e  s t o r y  o f  a f a m i l y ' s  
s t r u g g l e  f o r  indepe nde nc e  in t h e  f a c e  o f  a g r e a t  need f o r  s e r v i c e s .  
T h i s  c a s e  i l l u s t r a t e s  t h e  s t r o n g  i n d i r e c t  e f f e c t  o f  k in  s u p p o r t  which 
a p p e a r s  t o  p ro v id e  t h e  moral  s t r e n g t h  f o r  t h e  m o t h e r ' s  u n f l a g g i n g  and 
e f f e c t i v e  e f f o r t s  t o  o b t a i n  s e r v i c e s  f o r  he r  c h i l d .
Mrs. Penny B on a v e n tu re ,  a housewife  w i th  two c h i l d r e n ,  l i v e s  
w i th  h e r  husband,  J a s o n ,  in a community n ea r  t h e  S t a t e  Schoo l .  She 
p r e s e n t s  many o f  t h e  d i f f i c u l t i e s  which p a r e n t s  f a c e  when t h e y  have a 
h a n d ic a ppe d  c h i l d .  She has c h a l l e n g e d  the  s e r v i c e  d e l i v e r y  sys tem by 
n o t  a c c e p t i n g  t h e  s t a t u s  quo and by t r e a t i n g  i t  as i t ' s  name i m p l i e s ,  
as  a s e r v a n t  t o  t h e  needs  of  h e r  d i s a b l e d  d a u g h t e r  and he r  f a m i l y .  I t  
m ig h t  be s a i d  t h a t  Mrs. Bonaventu re  has s i n g l e - h a n d e d l y  r e - o r i e n t e d  
p r o f e s s i o n a l s  a t  L a c o n ia  S t a t e  School  from t h e  r o l e  of  d i s p e n s e r s  of  
p e a r l s  o f  wisdom t o  t h e  r o l e  o f  c o - w o r k e r s .  Mrs.  B o n a v e n t u r e ' s  o r i e n ­
t a t i o n  i s  one o f  s h a r e d  r e s p o n s i b i l i t y  w i th  t h e  s o c i a l  s e r v i c e  d e l i v ­
e r y  s y s te m .  With f u l l  knowledge o f  he r  r i g h t s  as  a c i t i z e n  and as  a 
p a r e n t ,  she has  n o t  a l lowed  S t a t e  a g e n c i e s ,  such  as t h e  S t a t e  School 
o r  t h e  p u b l i c  s c h o o l s  h e r  d a u g h t e r  has  a t t e n d e d ,  t o  t a k e  o v e r  h e r  r o l e  
a s  p a r e n t  and g u a r d i a n .  J u s t  as  she  would h a v e ,  had Cheryl  remained  
a t  home, Mrs. Bonaven ture  has  t a k e n  p a r t  in a l l  d e c i s i o n s  c o n c e r n in g  
C h e r y l ' s  t r e a t m e n t  and e d u c a t i o n .  T h i s  mother  d e s c r i b e s  what  many 
p a r e n t s  f a c e  in  o b t a i n i n g  s e r v i c e s  in  t h e  1980s.
146
What I b e l i e v e  i s  s u g g e s t e d  by t h i s  example,  in a d d i t i o n ,  i s  
t h a t  k in  s u p p o r t  has  p r o v id e d  Mrs.  Bonaventure  w i th  a f o u n d a t i o n  of  
moral  s t r e n g t h  which e n a b l e s  h e r  t o  f i g h t  f o r  s e r v i c e s  f o r  Cheryl  and 
which g i v e s  h e r  a w i l l i n g n e s s  t o  s u p p o r t  o t h e r  p a r e n t s  w i th  d e v e lo p -  
m e n t a l l y  d i s a b l e d  c h i l d r e n .  More f o r m a l l y  s t a t e d ,  t h e  h y p o t h e s i s  I am 
p o s in g  i s :  The s t r o n g e r  t h e  k in  s u p p o r t ,  t h e  b e t t e r  a b l e  t h e  mother  
o f  t h e  hand icapped  c h i l d  i s  t o  s o l v e  t h e  problems o f  c a r e  and t r e a t ­
m ent .  We w i l l  f i r s t  look a t  how Mrs. Bonaventure  has  coped wi th  
C h e r y l ' s  programming d i f f i c u l t i e s  and then  look a t  t h e  k ind  o f  s u p p o r t  
h e r  f a m i ly  network has  p r o v id e d .
E a r ly  S uppo r t  and Trea tm en t
Mrs. Bonaventure  has  a s s e r t e d  he r  r o l e  as p a r e n t a l  g u a rd i a n  of  
C h e r y l ,  d e s c r i b i n g  e l o q u e n t l y  how she and h e r  f a m i l y  have overcome t h e  
h u r d l e s  o f  o b t a i n i n g  a p p r o p r i a t e  t r e a t m e n t  and e d u c a t i o n .  Most o f  
t h i s  s t o r y  i s  t o l d  by Mrs.  Bonaven tu re  as we t a l k e d  a t  h e r  k i t c h e n  
t a b l e  on a w i n t e r  a f t e r n o o n  w h i l e  she  was baking  a b i r t h d a y  cake f o r
Cheryl  and h e r  o l d e r  d a u g h te r  O i e r d r e ,  bo th  born on t h e  same day o f
t h e  y e a r .
Cheryl  Bonaven ture  i s  s e v e n t e e n .  The S t a t e  School  r e c o r d s  show
a d i a g n o s i s  o f  s e v e r e  mental  r e t a r d a t i o n  and s c o l i o s i s .  She wears
g l a s s e s ,  h e a r i n g  a i d s  and speaks  in complex s e n t e n c e s ,  though  he r
mother  a d d s ,  t o  u n d e r s t a n d  C h e r y l ,  g r e a t  p a t i e n c e  i s  r e q u i r e d  on t h e
p a r t  o f  t h e  l i s t e n e r .  Cheryl  was born t o  h a r d - w o r k i n g ,  p r a c t i c i n g
C a t h o l i c s ,  when h e r  m o the r  was 23 and he r  f a t h e r  was 25.  Her mother
knew Im m edia te ly  t h e r e  would be p rob lem s .
She had no f a t t y  t i s s u e  on h e r  body when she  was b o r n .  I t  
j u s t  . . . h e r  f l e s h  hung o f f  h e r  bones ,  so you knew— i t  was
p r e t t y  o b v i o u s .  They d o n ' t  have a c a t e g o r y  f o r  h e r .  . . .
She had a p r o t e i n  d e f i c i e n c y .  And she w a s n ' t  a b le  t o  wa lk .
She d i d n ' t  know how t o  e a t .  But she was a good baby.
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L i k e  F e a t h e r s t o n e  (1 9 8 0 ) ,  Penny r e l i e d  on p r o f e s s i o n a l s  f o r  
u n d e r s t a n d i n g  in t h e  e a r l y  y e a r s  of  C h e r y l ' s  t r e a t m e n t .
I t  was h a r d  because I had no s u p p o r t .  There  w a s n ' t  anyone 
t o  t a l k  t o .  No one e x c e p t  t h e  p e d i a t r i c i a n  h e r e .  . . . Maybe 
some people  m i g h t  f ee l  you want t o  be a l o n e ,  even though  you 
d o n ' t  want t o  b e .  I o f t e n  wonder i f  I cou ld  want t o  go 
c h a r g i n g  i n —o f f e r i n g  w h a t e v e r .  A l th o u g h ,  I p r o b a b l y  would 
now t h a t  I know.
I remember once Cheryl  had a t e a c h e r —she was r e a l l y  
q u i t e  good when Cheryl was younge r— I remember she came over  
one  day  and s a i d ,  "I  have two h o u r s .  I ' l l  s t a y  w i th  C h e ry l .
Go do whatever  you want f o r  two h o u r s . "  And I remember 
t h i n k i n g ,  "God!"  I was so  t h r i l l e d ,  you know? But not  too  
many people  e v e r  d id  t h a t .
[Were you e v e r  p a r t  of  t h e  Laconia  S t a t e  School A s s o c i a t i o n  
f o r  Reta rded C i t i z e n s  (LSSARC)?]
No . . .  I n e v e r  was r e a l l y  f a m i l i a r  w i t h  them. I d o n ' t  know 
much about  them . . .  I g u e s s  I never  r e a l l y  wanted t o  be a p a r t
o f  them ' c a u s e  I ha ted t h e  f a c t  t h a t  [ C h e r y l ]  had t o  s t a y
t h e r e  anyway. T h a t ' s  p r o b a b l y  why. I was not  i n t e r e s t e d  in 
j o i n i n g  any p a r e n t  s u p p o r t  group  a t  t h e  S t a t e  School  ' c a u se  
I h a t e d  the  i n s t i t u t i o n  anyway, so why became in v o lv e d ?
[ I  ha ted t h e  i n s t i t u t i o n ]  because  I wanted h e r  a t  home 
and I c o u l d n ' t  have her  h e r e  and t h e  o n l y  t h in g  t h a t  t h e y
o f f e r e d  me was t h e i r — . . . I d o n ' t  know what i t  i s  now but  a t
t h a t  t ime  [ 1 9 7 6 ] ,  they  had a " r e s p i t e  p rogram".  . . .  You c o u ld
have  30 days a  y e a r  but  i t  was a o n e - s h o t  d e a l .  . . .  Well ,  you
j u s t  d o n ' t  t a k e  a kid t h a t  l i v e s  a t  home and put  'em in an
i n s t i t u t i o n  f o r  30 d a y s ! .  . . I d i d n ' t  need 30 days  a t  one s h o t .
Maybe I ' d  ' a v e  t a k e n  i t  had i t  been home . . . bu t  no t  too  many 
p e o p l e  are  r u n n i n g  up t h e r e  f o r  30 days  t o  dump a k i d  in an 
i n s t i t u t i o n .
T h e r e  are  s e v e r a l  t y p e s  o f  s u p p o r t  i d e n t i f i e d  in  t h e s e  e x c e r p t s  
There i s  p r o f e s s i o n a l  advice and u n d e r s t a n d i n g ;  t h e r e  i s  r e s p i t e  c a r e  
and t h e r e  i s  e m o t io n a l  s u ppo r t  from o t h e r  p a r e n t s  whose c h i l d r e n  a r e
in t h e  i n s t i t u t i o n .  None were c o m p l e t e l y  s a t i s f a c t o r y  and a l l  c o n t r i
buted t o  a sense o f  i s o l a t i o n  t h a t  t h i s  m o th e r  f e l t .  P r o f e s s i o n a l s
were o n l y  a v a i l a b l e  p e r i o d i c a l l y  and a t  s c h e d u l e d  t i m e s .  P a r e n t s  in
t h e  LSSARC were w o r k in g  to  improve  t h e i r  c h i l d r e n ' s  s i t u a t i o n  w i t h i n
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t h e  i n s t i t u t i o n ,  t h e r e b y  t a c i t l y  s u p p o r t i n g  t h e  s t a t u s  quo. Though 
Mrs.  Bonaven tu re  s a y s ,  " I  had no s u p p o r t , "  we s h a l l  s e e  t h a t  t h i s  
s e em ing ly  c o n t r a d i c t o r y  s t a t e m e n t  has  more t o  do w i t h  t h e  d i s t i n c t i o n s  
among t y p e s  o f  s u p p o r t .  In an e a r l i e r  i n t e r v i e w ,  she  r a t e d  h e r  
e x te n d e d  f a m i l y  as  "somewhat s u p p o r t i v e . "  We w i l l  s e e  l a t e r  t h a t  her  
f a m i l y  d id  p ro v id e  a g r e a t  deal  o f  s o c i a l  and m a t e r i a l  s u p p o r t ,  though 
n o t  in t h e  amounts t h a t  Mrs. B onaven tu re  would have l i k e d .
P r i o r  t o  e n t e r i n g  th e  S t a t e  S c h o o l ,  Cheryl  had been r e c e i v i n g  
day c a r e .  Mrs.  Bonaventure  d e s c r i b e s  a t u r n i n g  p o i n t  1n C h e r y l ' s  
t r e a t m e n t .
[Che ry l  had]  had t h e  same t h e r a p i s t  f o r  a y e a r  and we'd work 
w i th  h e r  t o g e t h e r  and then  I ' d  work wi th  h e r  a t  home. One 
day we were t r y i n g  t o  g e t  he r  t o  use l i t t l e  t i n y  c r u t c h e s ,  
l i t t l e  Canadian c r u t c h e s ,  and she  w o u l d n ' t  use  'em.  Sh e 'd  
s i t  t h e r e  and th row 'em around t h e  room. And t h e y  had 
d e c o r a t e d  them w i th  pink c r e p e  p a p e r  . . .  so she  w o u l d n ' t  be 
a f r a i d  o f  them and s h e ' d  throw 'em around t h e  room and p l a y ,  
n e v e r  use 'em. And t h e n —we d o n ' t  know why— [ s h e  c rawled  
ov e r  t o  t h e  wal l  and— hand o v e r  ha nd— she b r a c e d  h e r s e l f  
t o  an e r e c t  p o s i t i o n . ]  She g o t  up and walked and j u s t  
k e p t  on go ing!  S t a r t e d  w a lk in g  down t h e  c o r r i d o r  and 
we were c h a s i n g  h e r  down th e  c o r r i d o r !  But ,  once she got  
g o i n g , '  she  was a b s o l u t e l y  d e l i g h t e d  and she w o u l d n ' t  s t o p .
She loved  i t ! !
Cheryl  has been in  school  e v e r  s i n c e .  She was in he r  second 
y e a r  o f  p u b l i c  s c h o o l ,  when C h e r y l ' s  b e h a v io r a l  p roblems o f  
a g g r e s s i o n ,  h y p e r a c t i v i t y  and s e l f - a b u s e  became to o  d i f f i c u l t  f o r  he r  
p a r e n t s  and t e a c h e r s  t o  h a n d le .  With no o t h e r  r e s o u r c e s  in t h e  com­
m uni ty  a t  t h e  t i m e ,  t h e  f a m i ly  p h y s i c i a n  c o u n s e l l e d  t h e  Bonaven tures  
t o  send Cheryl  t o  t h e  S t a t e  S c h o o l .  The f i r s t  a d m is s io n  o c c u r r e d  in  
t h e  F a l l  o f  1975 when Cheryl  was 7 y e a r s  o l d .  I r o n i c a l l y ,  w i th  t h e
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d e i n s t i t u t i o n a l i z a t i o n  movement in f u l l  s w i n g ,  the  a dm is s ion  p rocess
was no t  e a s y .  Her mother  r e c a l l e d :
[L a co n ia  S t a t e  Schoo l ]  d i d n ' t  want Cheryl  t h e r e  any more 
t h a n  we d i d .  . . .  I t  was k ind of a problem t h e r e  f o r  a w h i l e .
I s a i d  I c o u l d n ' t  t a k e  c a r e  o f  her  a t  home. Then I g o t  the  
school  d i s t r i c t  behind me because  she was having so many 
problems  in  t h e  c l a s s ro o m  t h a t  they  [ t h e  school  d i s t r i c t ]  
backed me up a t  t h e  t im e  so t h a t  t h e  S t a t e  School to o k  h e r ,  
bu t  l e t  me t e l l  you ,  I t h i n k  she was t h e  l a s t  one a d m i t t e d .
And t h e n  i t  would t a k e  an a c t  of  Congress  t o  ge t  a c h i l d  in 
t h e r e .
Cheryl  was ad m i t t e d  on two s e p a r a t e  o c c a s i o n s .  The f i r s t  
adm iss io n  l a s t e d  f o r  a y e a r ;  t h e  second o c c u r r e d  in t h e  S p r in g  of  1978 
and c o n t i n u e s  a t  t h i s  w r i t i n g .  (That  i s  t o  s a y ,  Cheryl  has  not  been 
o f f i c i a l l y  d i s c h a r g e d . )
Programming has c o n s i s t e d  o f  ph y s ic a l  t h e r a p y ,  a t o t a l  com­
m u n i c a t i o n s  program, s o c i a l i z a t i o n ,  i n c l u d i n g  be ha v io r  m o d i f i c a t i o n  
and a c t i v i t i e s  o f  d a i l y  l i v i n g .  Cheryl has  a l s o  c o n t i n u e d  t o  p a r ­
t i c i p a t e  in a f u l l  program o f  ph y s ic a l  f i t n e s s  and swimming.
Throughout  h e r  y e a r s  a t  t h e  S t a t e  School ,  Chery l  r e c e i v e d  h e r  educa­
t i o n  in a r e g u l a r  school  in t h e  community be c ause  he r  p a r e n t s  
" i n s i s t e d "  t h a t  she do so.
Mrs. Bonaven tu re :  You c o u l d n ' t  wa i t  a round  to  have h e r
a t t e n d  c l a s s e s  up t h e r e  [LSS] because h a l f  t h e  r e s i d e n t s  
neve r  d i d .  They were overc rowded— l a c k  o f  t e a c h e r s .  So, a t  
l e a s t  Cheryl  s p e n t  h e r  days  in a c l a s s r o o m .  That d i d n ' t  
change!  . . . She was o n l y  ou t  of  s c h o o l  s i x  weeks and t h a t  
was b e c au s e  t h e y  e x p e l l e d  h e r .  T h a t ' s  a g a i n s t  t h e  law now 
[ c h u c k l e s  t r i u m p h a n t l y ] .  But i t  w a s n ' t  t h e n .
. . .  So she  was never  r e a l l y  out  [ o f  s c h o o l ]  b e c a u s e  we 
s t a r t e d  work ing  w i th  t h e  b e h a v io r  program and so f o r t h .  . . .
I f  t h e r e ' d  been someth ing  o u t  t h e r e  she  p r o b a b ly  w o u l d n ' t  have 
had t o  spend any  t ime  a t  L acon ia  S t a t e  S c h o o l .  And t h a t  
makes me a n g ry  because  t h e r e  w a s n ' t !
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C h e r y l ' s  F a t h e r
The Bonaven tu re s  a r e  commit ted t o  C h e r y l ' s  c o n t i n u e d  p r o g r e s s .  
J a s o n  Bonaventure  works a t  a good jo b  which i s  a t h r e e - h o u r  commute 
f rom home. Though t h i s  means a f i f t e e n - h o u r  day f o r  him,  Jason  has 
n o t  been w i l l i n g  t o  move t h e  f a m i l y  away from t h e  s e r v i c e s  t h a t  a re  
p ro v id e d  in t h e i r  community t h a t  t h e y  f o u g h t  so hard t o  o b t a i n  f o r  
C h e r y l .  Th is  s a c r i f i c e  has  e n a b le d  Penny t o  c l o s e l y  o v e r s e e  and be 
in v o lv e d  in t h e  c a r e  and t r e a t m e n t  o f  t h e i r  d a u g h te r .
The Family and The S t a t e
Litwak (1985)  has p o i n t e d  ou t  t h a t  l a r g e  o r g a n i z a t i o n s  a re  good 
a t  d e l i v e r i n g  advanced t r e a t m e n t  because a t  t h e i r  d i s p o s a l  a re  r e ­
s o u r c e s  o f  e q u ip m e n t ,  f a c i l i t i e s  and t r a i n e d  pe rsonne l  ( though  e x p e r ­
t i s e  a t  i n s t i t u t i o n s  has been h i s t o r i c a l l y  uneven ) .  P r im a ry  groups 
(Coo ley 1 9 2 9 : 2 3 ) ,  on t h e  o t h e r  hand a re  a b l e  t o  p ro v id e  t h e  pe rsona l  
c a r e  and u n d e r s t a n d i n g  which h e l p  t o  t a i l o r  t h e  t r e a t m e n t  t o  the  i n d i ­
v i d u a l ,  c r o s s i n g  b a r r i e r s  o f  l a n g u a g e ,  c u l t u r e  and b e l i e f s ,  and f a m i l y  
t i n e s ,  no t  r e a d i l y  comprehended by p r o f e s s i o n a l s .
In the  f o l l o w i n g  e x c e r p t s ,  Mrs. Bonaven ture  i l l u s t r a t e s  how t h e
c o n c e p t s  of  t h e  p r i n c i p l e  o f  m atch in g  and s h a r e d  r e s p o n s i b i l i t y  ( see
C h a p t e r  1) between  l a r g e  o r g a n i z a t i o n s  ( t h e  s e r v i c e  d e l i v e r y  sys tem)
and pr imary  g r o u p s ,  how p r o f e s s i o n a l s  and p a r e n t s ,  can work t o g e t h e r  in
t h e i r  complementary r o l e s ,  where n e i t h e r  one r e p l a c e s  t h e  o t h e r .
Mrs. Bonaven tu re :  . . . [W]hen Cheryl  was t h e r e  [ a t  LSSJ, we
s t i l l  s t a y e d  i n v o lv e d .  . . .  She had t o  be t h e r e  b e c au s e  we 
c o u l d n ' t  t a k e  c a r e  o f  h e r  a t  home, b u t  we d i d n ' t  p u t  h e r  
t h e r e  t o  "dump" h e r .  And sometimes,  sometimes i t  was ha rd  
f o r  them [ t h e  s t a f f  a t  LSSj t o o ,  b e c au s e  th e y  w e r e n ' t  used 
t o  having  p a r e n t s  around  t o  dea l  w i th  them a l l  t h e  t i m e ,  
e i t h e r .  I was up t h e r e  a l l  t h e  t i m e .  My husband k e p t  
say ing  t o  me, " I t ' d  be e a s i e r  i f  you go t  a j o b  t h e r e ! "  I
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never  d i d ,  bu t  . . . ( c h u c k l e s ) .  . . I wanted t o  be in fo rm e d .  . .
I f  you d e ve lope d  a program, why d i d  you d e v e lo p  i t  and d id  she 
need i t ?  And I had t o  approve i t  f i r s t .  But t h a t ' s  t h e  way 
i t  s h o u ld  be wi th  any c h i l d .  . . . Dierdre  [ t h e i r  o l d e r  d a u g h t e r ]  
was in t h e  p u b l i c  s c h o o l  sys tem, t o o ,  and she d i d n ' t  e n t e r  
programs w i t h o u t  my knowing abou t  i t .  . . I d i d n ' t  want i t  t o  
be any d i f f e r e n t  w i th  C he ry l .  So i f  we d e v e lo p e d  a program,
I was u s u a l l y  in on i t .
[ I ]  m a i n ly  worked w i th  [ t h e  s t a f f ] ,  b e c a u s e  we dec ided  
t h a t  i f  we d i d n ' t  work t o g e t h e r ,  we were n e v e r  go ing  t o  g e t  
anywhere,  which i s  i m p o r t a n t .  Which i s  why I t h i n k  i t ' s  
ve ry  i m p o r t a n t  . . . [ t h a t ]  a l l  t h e s e  d i f f e r e n t  a genc ie s  [ t h e  
school  d i s t r i c t ,  community s e r v i c e s ,  Laconia S t a t e  School 
and T r a i n i n g  C e n t e r ]  had r e a l l y  b e t t e r  s t a r t  w ork ing  with 
each o t h e r  because  i t  makes i t  a whole l o t  e a s i e r .  I f  you 
can work t o g e t h e r .
Mrs. B o n a v e n t u r e ' s  o b s e r v a t i o n  a b o u t  the need f o r  the  c o o r d i n a t i o n  
o f  s e r v i c e s  has  been r e i t e r a t e d  t h r o u g h o u t  the l i t e r a t u r e  ( B r u i n i n k s ,  
e t .  a l . ,  1981;  Fewell and Vadasy, 1 9 8 6 ) .  The q u e s t i o n  remains i s  who 
i s  the  b e s t  p e r s o n  (o r  what  i s  t h e  b e s t  o r g a n i z a t i o n a l  s t r u c t u r e )  f o r  
t h e  t a s k ?  In t h i s  p a r t i c u l a r  i n s t a n c e ,  Mrs. B onaven tu re  h e r s e l f  has 
a c t e d  as  t h e  most  e f f i c i e n t  c o o r d i n a t o r  of  C h e r y l ' s  s e r v i c e s .
The B onaven tu re s  have been a c t i v e  a l l  a long  i n  C h e r y l ' s  c a r e  
even  when she l i v e d  a t  t h e  S t a t e  S c h o o l .  They c o n t i n u e  to  p r o v i d e  
Cheryl  c l o t h i n g  and t o  do h e r  l a u n d r y .  All m ed ica l  c o s t s  have been 
p a i d  by t h e i r  f a m i l y  i n s u r a n c e  p l a n .  Cheryl  now l i v e s  with Nancy,  her  
t e a c h e r  a i d e .  Accord ing  t o  Mrs. B onaven tu re ,  "She l i v e s  in a s h a r e d  
home d u r in g  t h e  week and J a so n  and I u s u a l l y  t a k e  h e r  home on 
weekends .  I t ' s  working o u t  r e a l  w e l l . "  Her p a r e n t s  w i l l  be t h e  f i r s t  
t o  admit t h a t  Cheryl  d r a i n s  t h e i r  e n e r g y  when she  comes home on 
weekends,  " U n le s s  s h e ' s  a s l e e p , "  Mrs. Bonaventure  q u i p s .  There  i s ,  
however ,  no q u e s t i o n  in t h e i r  minds t h a t  Cheryl i s  h a p p i e s t  i n  t h e  
community.
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N o r m a l i z a t i o n  1n Real L i f e
A champion o f  community t r e a t m e n t ,  Mrs. Bonaven ture  d e s c r i b e s
i t s  a d v a n ta g e s  and s p e c u l a t e s  as  t o  why peop le  r e s i s t  i t .
Peop le  r e a l l y  need t o  be e d u c a t e d  about  m e n t a l l y  r e t a r d e d  
p e o p l e .  T h e y ' r e  no t  go ing  t o  harm you and t h e y ' r e  no t  go ing  
t o  h u r t  you and t h e i r  d e s i r e s  a r e  t h e  same as  y o u r s  and 
m in e .  . . . T h a t ' s  t h e  whole t h i n g .  . . . T h a t ' s  what i t  
i s .  . . . They need t o  be e d u c a t e d .
[ I n t e r v i e w e r :  What would you want  members o f  t h e  community
t o  know most  o f  a l l ? ]
T ha t  i f  f i v e  m e n t a l l y  d i s a b l e d  p e o p l e  l i v e d  t o g e t h e r  in a 
h o u s e ,  t h e y ' r e  no t  go ing  t o  d e s t r o y  t h e  home. . . .  I d o n ' t  
t h i n k  t h a t  y o u r  p r o p e r t y  v a lu e s  w i l l  go down!
[ I n t e r v i e w e r :  I s  t h e r e  any ad v a n ta g e  to  having a group home
in t h e  n e ig h b o rh o o d ? ]
I t h o u g h t  t h e  a d v a n ta g e  might  be t h a t  p e o p le  migh t  be a 
l i t t l e  more u n d e r s t a n d i n g .  . . i f  you  see  t h a t  t h e y  en joy  
t h e  same t h i n g s  you and I e n jo y .  They l i k e  t o  go swimming.
They l i k e  t o  have a p i c n i c  in  t h e  back y a rd  o r  a b a rb e c u e .
They keep t h e i r  home c l e a n .
They a l s o  have s u p e r v i s i o n .  I found t h a t  a l o t  o f  t h e  
p e o p l e  in t h e  ne ighborhood  were a f r a i d  o f  a l a c k  o f  
s u p e r v i s i o n .  T h a t ' s  t e r r i b l y  i m p o r t a n t  to  t h e s e  peop le  
[ n e i g h b o r s ] .  And I ' l l  admit  some o f  'em [ d e v e l o p m e n t a l l y  
d i s a b l e d  p e o p l e ]  need i t .  Ah, Cheryl  w i l l  n e v e r  be a b l e  t o  
l i v e  a l o n e .  She always w i l l  need some kind o f  s u p e r v i s i o n .
( T h a t ' s  a h a rd  24 h o u r s - a - d a y  i f  y o u ' r e  a p a r e n t .  You 
d o n ' t  have a s h i f t .  I n e v e r  had anyone  come in  t o  r e l i e v e  
me e v e r y  8 hou rs  ya know.)  T h a t ' s  what  peop le  were concerned  
a b o u t ;  I t h i n k  th e y  were a f r a i d  t h e y  were going t o  run 
a round and a l l  be c r a z y .
[ I n t e r v i e w e r :  They k i n d a  con fu s e  i t  w i th  mental  i l l n e s s . ]
Amazingly enough t h e  S t a t e  o f  New Hampshire  t h i n k s  we s hou ld  
p u t  [ m e n t a l l y  111 and m e n t a l l y  r e t a r d e d  p e o p le ]  
t o g e t h e r .  .  . T h a t ' s  s c a r y !  [Th is  r e f e r s  t o  t h e  p r o p o sa l  p u t  
f o r t h  by t h e  D i v i s i o n  o f  Mental H e a l t h  and Developmental  
S e r v i c e s  f o r  a  new h o s p i t a l  complex— a p roposa l  now t a b l e d . ]
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T h a t ' s  t h e  most  r i d i c u l o u s  t h i n g  I ' v e  e v e r  h e a rd  o f .
You d o n ' t  pu t  m e n t a l l y  i l l  p e o p l e - - .  . . T h e y ' r e  no t  r e t a r d e d ;  
t h e y  have mental  p r o b le m s ,  but  you d o n ' t  put  t h e  r e t a r d e d  
w i t h  t h e  m e n t a l l y  i l l .  You c a n ' t  do t h a t .  T h e i r  problems 
a r e  so d i f f e r e n t !
Peop le  say  "You know what i t  c o s t s  t o  e d u c a t e  your  
r e t a r d e d  d a u g h t e r ,  d o n ' t  you?" Well t h e  l a s t  I knew, i t  was 
$50 ,000  a y e a r  t o  m a i n t a i n  Cheryl  a t  Laconia  S t a t e  School .
I u n d e r s t a n d  t h e  f i g u r e  has r i s e n .  You know what  i t  c o s t s  
t o  m a i n t a i n  h e r  in  a s h a re d  home? A q u a r t e r  o f  t h a t !  I 
w ish  someone had g iv e n  me $50,000 t o  keep h e r  a t  home!
Mrs.  Bonaventure  i s  now p a r t  o f  a p a r e n t s '  s u p p o r t  g roup— a 
group  t h a t  i s  s e ek in g  t o  deve lop  e d u c a t i o n a l ,  r e c r e a t i o n a l ,  and t h e r a ­
p e u t i c  s e r v i c e s  w i t h in  t h e  community f o r  a l l  hand ic apped  c h i l d r e n  on 
t h e  e n t i r e  cont inuum o f  d i s a b i l i t y .  Much t o  her  amazement , no t  o n ly  
p a r e n t s ,  bu t  g r a n d p a r e n t s  and o t h e r  r e l a t i v e s  a t t e n d  t h e  m ee t ings  
s e e k i n g  t o  be b e t t e r  i n fo rm ed  and t o  l e a r n  how t h e y  can h e l p — 
som eth ing  Mrs. Bonaven ture  wished were a v a i l a b l e  t o  h e r  and h e r  r e l a ­
t i v e s  in t h o s e  e a r l y  y e a r s  b e fo r e  Cheryl  cou ld  wa lk .  She f u r t h e r  
g i v e s  i n s i g h t  i n t o  t h e  n a t u r e  of  s u p p o r t  t h a t  i s  r e q u i r e d  from t h e  
community and from p o l i c y m a k e r s .
Mrs.  Bonaven ture :  I n t e r e s t i n g l y  enough ,  i t ' s  n o t  j u s t
e m o t io n a l  s u p p o r t — everybody  needs  t h a t  and eve rybody  has 
prob lems and everybody  wants  t o  t a l k .  What w e ' r e  t r y i n g  t o  
do i s :  Th i s  commit tee  ove r  he re  w i l l  t r y  t o  e d u c a t e  pe o p le ;
t h i s  commit tee  over  h e r e  [ w i l l  d e v e lo p  a summer program, 
e t c . ]
And a n o th e r  t h i n g  we 've  l e a r n e d  i s :  You c a n ' t  s e p a r a t e
t h e  d i s a b i l i t i e s .  W e ' re  not  go ing  t o  have ,  "Your d a u g h t e r ' s  
l e a r n i n g  d i s a b l e d  so you d o n ' t  b e lo n g  h e r e . "  Because i t ' s  a 
l o t  e a s i e r  t o  be in t o g e t h e r  because  t h e r e ' s  a l o t  more 
s t r e n g t h  in numbers i f  you e ve r  want  t o  ge t  anywhere— ge t  
a n y t h i n g ,  dorfiT And when you have t o  t a l k  t o  l e g i s l a t o r s ,  
boy ,  y o u ' d  b e t t e r  know what  y o u ' r e  t a l k i n g  abou t !
. . .  I f  you want  . . .  laws c hanged ,  b i l l s  e n a c t e d ,  you 
s u r e  b e t t e r  have a powerfu l  l o t  b e h in d  you.  Y o u ' r e  d e a l i n g  w i th  
t h e  b ig  guys t h e n .  T h a t ' s  no t  e a s y .  But t h a t ' s — hey,  t h a t ' s  
where I t ' s  a l l  h ap p e n in g !  I f  you want  your  k id  in  s c h o o l ,  
i t ' s  t h e  laws t h a t  do i t !  The n e ig h b o r s  d i d n ' t  do i t .  But
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i t  was t h e  p e o p le  banding t o g e t h e r .  And . . . wi thou t  t h a t — 
f o r g e t  i t ! Never gonna happen .
[ I n t e r v i e w e r :  What a b a t t l e ! ]
I t  r e a l l y  i s  and i t  i s n ' t  o v e r  y e t !
The Extended Family  I n t e r v i e w s
Mrs.  B o n a v e n tu re 1s w h o l e h e a r t e d  c o o p e r a t i o n  in t h i s  s t u d y  was 
j u s t  one more p i e c e  o f  ev id e n c e  o f  h e r  p i o n e e r  s p i r i t .  I t  was 
a p p a r e n t  t h a t  she viewed h e r  invo lv emen t  in t h e  s tu d y  as p a r t  o f  the 
n e c e s s i t y  of  u s in g  a l l  avenues ,  i n c l u d i n g  r e s e a r c h ,  to  f u r t h e r  advance 
t h e  u n d e r s t a n d i n g  o f  t h e  needs o f  ha nd icapped  c h i l d r e n  and t h e i r  
f a m i l i e s .
In our  i n t e r v i e w ,  I e x p l a i n e d  how I would need to  e x p l o r e  with 
h e r  which f a m i l y  members would be amenable t o  an i n t e r v i e w .  I 
e x p l a i n e d  t h a t  in  o r d e r  t o  u n d e r s t a n d  how h e r  r e l a t i v e s  view C h e r y l ' s  
s i t u a t i o n ,  i t  would be im p o r t a n t  t o  t a l k  t o  them d i r e c t l y  and p r i ­
v a t e l y .  I t  was d e c id e d  t h a t  I would i n t e r v i e w  bo th  of  C h e r y l ' s
g r a n d m o t h e r s ,  who l i v e d  in t h e  same town as t h e  Bonaven tu re s .  Mrs.
Bonaven tu re  a c t e d  as  l i a i s o n ,  i n t r o d u c i n g  t h e  p r o j e c t  to  them in  b r i e f  
t e r m s  and g iv in g  me a good recommendation w i th  t h e  r e s u l t  e a c h  home 
welcomed me c o r d i a l l y .
In  t h e  s u r v e y ,  o n l y  a g l o b a l  measure o f  p e r c e iv e d  k in  s u p p o r t  
was o b t a i n e d .  In t h e  ca se  s t u d i e s ,  however ,  i t  was p o s s i b l e  t o  
d i s c o v e r  t h e  p r o c e s s e s  gove rn ing  t h e  amount and t y p e  of  s u p p o r t  
e x t e n d e d  k in  p ro v id e d  th e  f a m i l y .  C h e r y l ' s  g randm others  i l l u s t r a t e  
t h e  d i f f e r e n t i a l  invo lvem en t  o f  m o the r s  and m o t h e r s - i n - l a w  and  how the 
de ve lopm en ta l  s t a g e  o f  each f a m i l y  impacts  upon t h e  e x t e n t  o f  
exc hange s  o f  s e r v i c e s .
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The M ate rna l  Grandmother
Mrs. Jean S c h o f f i e l d ,  aged 59 ,  i s  C h e r y l ' s  m a t e r n a l  grandmother  
who l i v e s  two houses  down t h e  s t r e e t  f rom t h e  8 o n a v e n t u r e s .  Jean and 
he r  husband ,  Bud, a d e s ig n  e n g i n e e r  o f  l a r g e  e n g i n e s ,  have f i v e  
c h i l d r e n ,  t h r e e  o f  whom l i v e  in  t h e  same town and two o f  whom l i v e  
w i t h i n  40 m i n u t e s '  d r i v e  from them.
In a s e n s e ,  Jean  and Bud have had t h r e e  f a m i l i e s  o f  two g i r l s ,  
an o n ly  s o n ,  and th e n  a g i r l  and a boy.  F i g u r e  7.1  shows C h e r y l ' s  
fam i lyg ram  wi th  h e r  m o t h e r ' s  f a m i ly  of  o r i g i n  on t h e  r i g h t .  Penny 
B ona ve n tu re ,  C h e r y l ' s  m o the r ,  t h e  f i r s t b o r n  and he r  s i s t e r  Linda  were 
born two y e a r s  a p a r t .  Ten y e a r s  l a t e r ,  Jo h n ,  the  S c h o f f i e l d ' s  f i r s t  
s o n ,  was bo rn .  J i l l ,  t h e i r  t h i r d  d a u g h t e r ,  f o l low e d  f o u r  y e a r s  l a t e r  
and ,  f i n a l l y ,  two y e a r s  l a t e r ,  P e t e r  was b o rn .
There  i s  a h igh  de g re e  o f  c o n n e c t e d n e s s  ( t o  use B o t t ' s  t e rm )  
among t h e  members o f  t h i s  f a m i l y .  Jean  t o l d  me she has  t h e  most co n ­
t a c t  w i t h  Penny, s e e i n g  he r  about  two hou r s  a day by v i s i t i n g  a t  each  
o t h e r ' s  h o u s e s .  J ean  v i s i t s  h e r  d a u g h t e r - i n - l a w ,  Mary, J o h n ' s  w i f e ,  
t w i c e  a week and t r a v e l s  out  o f  town a lm o s t  e v e ry  week w i th  Bud t o  
have d i n n e r  w i th  J i l l  and h e r  husband ( " h e ' s  a w f u l ly  n i c e . " )  T h e i r  
y o u n g e s t  c h i l d ,  P e t e r ,  aged 23,  s t i l l  l i v e s  a t  home w h i l e  working f u l l  
t im e  in  a c o n s t r u c t i o n  f i r m .
When Cheryl  was b o r n ,  D ie d re ,  he r  o l d e r  s i s t e r ,  was 2 y e a r s  o l d  
and Mrs.  S c h o f f i e l d ' s  t h r e e  younger  c h i l d r e n  were 12 ,  6 and 4 y e a r s  o f  
a g e .  When I asked Jean  what  k inds  o f  h e l p  h e r  d a u g h te r  asked  f o r ,
J ean  t o l d  me she  would b a b y s i t .  " I  would t a k e  them b o t h . "  However, 
Jean  rem a rke d ,  t h e  Bonaven ture s  "neve r  d i d  go ou t  ve ry  much."
(Penny had t o l d  me t h a t  she and Jason  d i d n ' t  go ou t  much because
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f i n d i n g  a s i t t e r  who cou ld  u n d e r s t a n d  Cheryl  and hand le  u n p r e d i c t a b l e  
s i t u a t i o n s  was j u s t  t o o  d i f f i c u l t .  They had to  r e l y  on f a m i l y . )  Jean 
q u i c k l y  p o i n t e d  o u t  t h e  f a c t  t h a t  D iedre  was on ly  2 1 /2  y e a r s  o l d e r  
th a n  P e t e r .  She t h e r e f o r e  c o u ld  o f f e r  no he lp  w i t h  t h e  shopp ing  or  
housework ,  th o u g h ,  Penny r e c a l l e d  t h a t  h e r  mother  d i d ,  on o c c a s i o n ,  
he lp  w i t h  t h e  sh o p p in g .  When Jim and J i l l  were t e e n a g e r s ,  17 and 13, 
r e s p e c t i v e l y ,  t h e y  would p r o v id e  r e s p i t e  by b a b y s i t t i n g .  Jean  remem­
b e r s  J im t a k i n g  Cheryl  f o r  r i d e s  in  h i s  c a r  and t r e a t i n g  h e r  t o  i ce  
cream. Even when t h e  c h i l d r e n  were s m a l l ,  t hough ,  t h e  f a m i l y  r a l l i e d  
s u p p o r t  when Cheryl  was in t h e  h o s p i t a l  f o r  a long  s t a y  f o r  s u r g i c a l  
t r e a t m e n t  of  s c o l i o s i s .  Jean  would t a k e  t h e  t h r e e  c h i l d r e n  and v i s i t  
t h r e e  t im e s  a week.  T r u ly ,  Mrs. S c h o f f i e l d  had h e r  own f a m i l y  t o  look 
a f t e r .  Hers and P e n n y ' s  f a m i l y  were e s s e n t i a l l y  a t  the  same p o i n t  in 
t h e  f a m i l y  deve lopm enta l  c y c l e .  The two main impediments  t o  p r o v id i n g  
h e r  d a u g h t e r  w i t h  a l o t  o f  h e l p  were h e r  own d u t i e s  t o  he r  young 
f a m i l y  and her  a r t h r i t i s ,  which made t h e  l i f t i n g  t h a t  Cheryl  o f t e n  
r e q u i r e d  i m p o s s i b l e .
J e a n  remembered some o f  t h e  c i r c u m s t a n c e s  t h a t  l ed  up t o
C h e r y l ' s  adm iss io n  t o  LSS:
She was g e t t i n g  a l i t t l e  b i t  hard t o  hand le  between t h e  two 
o f  them [ J a s o n  and Penny] ,  as she go t  o l d e r  and got  b i g g e r .
S h e ' d  g e t  a w f u l l y  mad i f  t h e  o t h e r  k i d s  were y e l l i n g .  S h e 'd  
t h r o w  h e r s e l f  on t h e  f l o o r .  She c o u l d n ' t  s t a n d  t o  t h i n k  
anyone were g e t t i n g  h u r t .  I t  took  a w h i l e  t o  g e t  her  calmed 
down— she was dead w e igh t  when she was on t h e  f l o o r  . . . .  A 
l o t  o f  t im es  Cheryl  needed  h e lp  g e t t i n g  up.  tyy a r t h r i t i s  k e p t  
me from l i f t i n g  C hery l .  . . . Bud was he re  a l o t  o f  t h e  
t i m e  . . . and Cheryl  had b r a c e s .  Penny and Ja son  were 
f a n t a s t i c  w i t h  h e r .  She was abou t  t e n ;  she was g e t t i n g  h a rd  
t o  h a n d l e .  Penny broke h e r  t o e  and Cheryl  b roke  he r  t h i g h  
when Penny was c a r r y i n g  C h e r y l .  She c e r t a i n l y  has  come a 
l o n g  way.
158
When I a sked  M r s . ,  S c h o f f i e l d  what she  though t  o f  C h e r y l ' s  
l i v i n g  w i th  Nancy, her  t e a c h e r ' s  a i d ,  J ean  t o l d  me: " I  d o n ' t  know
where Nancy l i v e s .  I d o n ' t  know Nancy v e ry  w e l l — I ' v e  seen  her  j u s t  
t w ic e  . . . .  I t ' s  j u s t  t h e  two o f  them. [Nancy]  i s  r e a l l y  good f o r  
h e r .  . . .  I t h i n k  C h e r y l ' s  do ing  g r e a t  where she i s . "  When I a sked  
Jean h e r  o p i n io n  abou t  t h e  l e v e l  o f  s k i l l  o f  community w o r k e r s ,  she  
e x p r e s s e d  d oub t .  " I 'm  s u r e  Nancy [knows what  t o  d o ] ,  bu t  I 'm no t  s u r e  
abou t  [workers  in g e n e r a l . ]
The P a t e r n a l  Grandmother
C h e r y l ' s  p a t e r n a l  g r a n d p a r e n t s ,  E d i th  and Marcel Bonaventure  
have t h r e e  c h i l d r e n  ( see  t h e  l e f t  s i d e  o f  F ig u re  7 . 1 ) ,  spaced a t  l e a s t  
f o u r  y e a r s  a p a r t ,  of  whom J a s o n ,  C h e r y l ' s  f a t h e r ,  i s  t h e  middle  c h i l d .  
They t o l d  me t h e y  f e e l  c l o s e s t  t o  t h e i r  y o u n g e s t  so n ,  Michael  and h i s  
f a m i l y ,  who l i v e  t h r e e  m i l e s  away. E d i th  s e e s  Michael ve ry  o f t e n  and 
th e y  c a l l  each o t h e r  on th e  a v e ra g e  of  t h r e e  t im es  p e r  week. E d i th  
s a y s ,  w i th  a d o t i n g  l o o k ,  "We se e  Mike [ a  l o t ] .  His c h i l d r e n  a r e  young 
[ages  e l e v e n  and e i g h t ] . "
The s e n i o r  B onaven tu re s  l i v e  about  2 1 /2  m i l e s  f rom t h e i r  
d i s a b l e d  g r a n d a u g h t e r ' s  f a m i l y .  Like t h e  S c h o f f i e l d s ,  t h e  
Bonaven ture s  r e p o r t e d  t h a t  t h e y  had more c o n t a c t  w i th  Cheryl  and h e r  
f a m i ly  b e f o r e  Cheryl  went t o  t h e  S t a t e  S c h o o l .  C u r r e n t l y ,  Marcel and 
Ed i th  s e e  t h e  B onaven tu re s  ab o u t  once a month.  Though t h i s  might  seem 
to  be low in f r e q u e n c y ,  c o n s i d e r i n g  t h e  f a c t  t h a t  t h e  p a t e r n a l  g r a n d ­
p a r e n t s  would want  t o  s ee  t h e i r  son on such  v i s i t s ,  i t  seems q u i t e  
f r e q u e n t ,  s i n c e  J a s o n  B o n a v e n t u r e ' s workday i s  f i f t e e n  hours  l o n g ,  
l e a v i n g  l i t t l e  t im e  f o r  h i s  own f a m i ly  e x c e p t  on weekends.
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I n t e r v i e w e r :  Did C h e r y l ' s  p a r e n t s  ask you f o r  he lp?
E d i th  Bonaven tu re :  Never— a few t i m e s .  When Cheryl  was
seven  y e a r s  o l d ,  Cheryl would come over  f o r  t h e  day or  f o r  
an e v e n in g .  Maybe a few t i m e s  a y e a r .  We d i d n ' t  know what  
Cheryl  w an ted .  She 'd  sc ream and we w o u l d n ' t  u n d e rs t a n d  h e r .
[Penny and J a so n ]  d i d  i t  on t h e i r  own. T h e y ' r e  n e v e r  
t h e  type  t o  ask  [ f o r  h e l p ] .  At f i r s t  you c o u l d n ' t  [ h e l p ]  
anyhow. . . . Michael  would go and b a b y s i t  a t  C h e r y l ' s  home 
f o r  a l i t t l e  w h i l e  b e fo r e  she  went t o  L a c o n ia  [ S t a t e  S c h o o l ]
. . .  a t  n i g h t  when Cheryl  was 1n bed.
I n t e r v i e w e r :  Did you o f f e r  any kind o f  h e lp ?
E d i t h  Bonaven tu re :  We took  c a r e  o f  Diedre  o v e r n i g h t — n o t
t o o  o f t e n .  When Penny was in  t h e  h o s p i t a l  w i t h  C h e r y l ,  we 
to o k  c a re  o f  D i e d r e .  [ T h i s  r e f e r s  t o  a t im e  when Cheryl  was 
h o s p i t a l i z e d  f o r  a week and ,  because  t h e  s t a f f  d id  no t  have 
e x p e r i e n c e  w i t h  d i s a b l e d  c h i l d r e n ,  Penny was r e q u i r e d  t o  
s l e e p  in C h e r y l ' s  h o s p i t a l  room and be a v a i l a b l e  a t i r i n g  
2 4 -h o u rs  a d a y . ]
Mike b a b y s a t  and J i l l  [Mrs.  S c h o f f i e l d ' s  younge r  c h i l d r e n ]  
b a b y s a t .  I t  was aw fu l ly  h a rd  f o r  them [ J a s o n  and Penny] ,  
so you can imagine  i t  would be hard  f o r  someone e l s e .
When we began t h e  i n t e r v i e w  a t  the  k i t c h e n  t a b l e ,  Marcel  was in 
t h e  c e l l a r  doing  c h o r e s  but  e v e n t u a l l y  j o i n e d  u s .  He s a t  in  a c h a i r  
away from t h e  t a b l e ,  Edi th  answered  most o f  t h e  q u e s t i o n s  b u t  o c c a ­
s i o n a l l y  t h e  two would c o n s u l t  t o g e t h e r .  Marcel e n t h u s i a s t i c a l l y  
d e s c r i b e d  h i s  own f a m i l y  of  o r i g i n — h i s  e i g h t  b r o t h e r s  and s i s t e r s ,  
t h e i r  w h e r e a b o u t s ,  h i s  n i e c e s  and nephews. However , when I began to  
ask abou t  C h e r y l ,  i n  l e s s  than  a m i n u t e ,  Marcel  l e f t  t h e  room. Edi th  
i n d i c a t e d  M a r c e l ' s  p a in  a t  C h e r y l ' s  d i s a b i l i t i e s  more by a wince  than  
a word.  I a s k e d ,  "Did you o f f e r  any o t h e r  k i n d  o f  he lp? "  Somehow, I 
found  m yse l f  w h i s p e r i n g  the  word "money."  E d i t h  made a ' h u s h '  sound 
and w h ispe re d  t h a t  t h e y  had " h e l p e d "  Jason and Penny ou t  on o c c a s i o n .  
"All  t h o s e  o p e r a t i o n s  and h o s p i t a l  b i l l s ! "  The s t e e l y  q u e s t i o n ,  "How 
much?" was moot .  By th e  w h i s p e r ,  i t  was c l e a r  I had a l r e a d y  e n t e r e d
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t h e  an techamber  o f  a s e c r e t  room, a p r i v i l e g e  in i t s e l f .  There  was a 
s e n s e  t h a t  h i s  m oneta ry  h e l p  compensated f o r  t h e i r  f e e l i n g  so sad 
abou t  C h e r y l — a "doom and gloom" a t t i t u d e  t h a t  Penny found  i rksome.
Though Marcel  and E d i th  Bonaventure  have a c o m p a r a t i v e l y  small 
f a m i l y  o f  o n l y  t h r e e  c h i l d r e n ,  t h e y  t h e m s e lv e s  come from f a i r l y  l a r g e  
f a m i l i e s  by c u r r e n t  s t a n d a r d s ,  w i th  many s i b l i n g s ,  n i e c e s  and nephews. 
E d i th  comes from a f a m i l y  o f  f i v e  and Marcel  from a f a m i l y  o f  nine 
c h i l d r e n .  I t  was c l e a r  t h e s e  o t h e r  k in  a b s o rb e d  q u i t e  a b i t  o f  t h e i r  
t im e  and a t t e n t i o n ,  in  a d d i t i o n  t o  s i x  g r a n d c h i l d r e n  ( s e e  F ig u re  7 . 1 ) .
When I asked E d i th  what she t h o u g h t  o f  C h e r y l ' s  p lacem en t  a t  
LSS, she r e p l i e d ,  " I  knew i t  was t h e  p l a c e  f o r  h e r .  She w o u l d n ' t  have 
l e a r n e d  a t h i n g  [ o t h e r w i s e ] .  Only a f t e r  t h a t  [be ing  p l a c e d  a t  LSS] 
d i d  she l e a r n  t o  go t o  t h e  bathroom by h e r s e l f  and f e e d  h e r s e l f . "
Though i t  i s  t r u e  t h a t  o n l y  a f t e r  Cheryl began to  walk was i t  p o s s i b l e
f o r  h e r  t o  be t o i l e t  t r a i n e d  and t h a t  w i t h i n  two y e a r s  o f  h e r  w a lk ing ,  
she  had been a d m i t t e d  t o  LSS, Mrs. S c h o f f i e l d  g ives  h e r  d a u g h t e r  t h e  
c r e d i t  f o r  C h e r y l ' s  p r o g r e s s  in pe r s o n a l  s k i l l s .  However,  Ed i th  may 
n o t  have been aware o f  t h e  f u l l  e x t e n t  o f  P e n n y ' s  i nvo lve m e n t  in 
C h e r y l ' s  t r e a t m e n t  program w h i l e  a t  LSS.
With r e g a r d  t o  C h e r y l ' s  c u r r e n t  l i v i n g  s i t u a t i o n  w i t h  he r  
t e a c h e r ' s  a i d e ,  Ed i th  e x p r e s s e s  more s k e p t i s m  than Mrs. S c h o f f i e l d .
T h i s  i s  bound t o  come t o  an e n d .  I wish i t  w o u l d n ' t
e n d .  Cheryl  keeps t a l k i n g  about  "Nancy ."  Jason and Penny
a r e  n o t  t o o  s u r e  abou t  i t .  S h e ' s  grown by l ea ps  and 
bounds s i n c e  s h e ' s  been t h e r e .  P a r e n t s  a r e  ap t  t o  l e t  he r  
g e t  away w i t h  t h i n g s ,  bu t  s h e ' s  [ N a n c y ' s ]  no t  l i k e  t h a t — 
s h e ' s  f i r m  and l o v i n g .
I n t e r v i e w e r :  How much do you agree  w i t h  t h i s  s t a t e m e n t ?
" P e r s o n s  who work in  community l i v i n g  a r rangem en ts  a r e  
s k i l l f u l  enough t o  h a n d le  s i t u a t i o n s  t h a t  may a r i s e  w i t h  
r e g a r d  t o  C h e r y l . "
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E d i t h :  Nancy i s ,  bu t  I d o n ' t  know how good t h e  o t h e r s  a r e .
The g randm others  were no t  c o n f i d e n t  in t h e  s e c u r i t y  o f  funds  f o r  
s e r v i c e s  nor  in  t h e  c o n s i s t e n c y  o f  p r o f e s s i o n a l i s m  among pe rsonne l  in 
t h e  community.  At t h i s  w r i t i n g ,  t h e  s e r v i c e  d e l i v e r y  sys tem i s  no t  
we l l  d e ve lope d  t h r o u g h o u t  t h e  S t a t e  o f  New Hampshire .
Now we t u r n  t o  a c a s e  where t h e r e  i s  a l ack  o f  k i n  network 
s u p p o r t .  Aside  from t h e  p s y c h o l o g i c a l  f a c t o r s  t h a t  may i n h i b i t  s u p p o r t  
in  t h i s  c a s e ,  we s h a l l  s e e  t h a t  t h i s  l a c k  o f  s u p p o r t  i s  due t o  a 
p a u c i t y  o f  fem a le  kin and a l ac k  of  f a m i l y  c ohes ion  and c o n n e c t e d n e s s .  
In t u r n ,  t h e  r e s u l t i n g  l a c k  of  s u p p o r t  seems to  i n h i b i t  or  d e p re s s  t h e  
m o t h e r ' s  a b i l i t y  t o  seek ou t  s e r v i c e s  f o r  he r  d e v e lo p m e n t a l l y  d i s a b l e d  
son .
LES DAWES
At t h e  t im e  o f  t h e  i n t e r v i e w ,  Les was 34 and l i v e d  a t  home w i th  
h i s  mother  and s t e p f a t h e r  in  a o n e - f a m i l y  house in a c o a s t a l  community 
o f  New Hampshire .  Les i s  t a l l ,  w e l l -g ro o m e d ,  n e a t l y  and a p p r o p r i a t e l y  
d r e s s e d  f o r  a man h i s  age .  Diagnosed s e v e r e l y  r e t a r d e d ,  he has no 
p h y s i c a l  c o m p l i c a t i o n s  o r  s e n s o r y  d i f f i c u l t i e s .  His spe ec h  i s  d i f ­
f i c u l t  bu t  n o t  i m p o s s i b l e  t o  u n d e r s t a n d ,  though he t e n d s  toward e c h o -  
l a l i a .  The day we m et ,  Les came i n t o  t h e  l i v i n g  room where h i s  
m o th e r ,  M a r ia n ,  and I were t a l k i n g  t o  show me h i s  s t u f f e d  r a b b i t .  I t  
was c l e a r  t h a t  Les was making an e a g e r  a t t e m p t  t o  s o c i a l i z e .  His 
m othe r  was a l i t t l e  e m b a r r a s s e d ,  and t o l d  Les t o  go t o  h i s  room and 
l i s t e n  t o  h i s  r e c o r d s .  "Maybe I baby him to o  much,"  she  s a i d  
a p o l o g e t i c a l l y .
Les was a d m i t t e d  t o  Lacon ia  S t a t e  School  a t  t h e  age o f  f o u r t e e n  
b e c a u s e ,  a t  t h e  t i m e ,  h i s  m other  was go ing  th rough  a b i t t e r  d i v o r c e .
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The admiss ion  was a t  M a r i a n ' s  a t t o r n e y ' s  u r g i n g .  However, by t h e  t ime  
t h e  admiss ion  was g r a n t e d ,  Marian  was a l r e a d y  r e m a r r i e d .  The r e a s o n  
f o r  L e s '  d i s c h a r g e  a t  age n i n e t e e n  i s  r a t h e r  vague.  I t  seems t o  be a 
c u l m i n a t i o n  o f  s e v e r a l  f a c t o r s :  There was no p a r t i c u l a r  p lan  f o r  Les '
f u t u r e  t r a i n i n g ;  Marian m is sed  h e r  son and wanted h i s  companionsh ip ;  
M ar ian  though t  h e r  son would f a r e  b e t t e r  a t  home.
Three y e a r s  p r i o r  t o  e n t e r i n g  LSS, Les had been invo lved  in  j o b  
t r a i n i n g  a c t i v i t i e s  a t  Grea t  Bay School and T r a i n i n g  C e n te r  in 
Newington,  New Hampshire ,  when Les was between t h e  ages o f  9 and 12.  
M ar ian  e x p la i n e d  t h a t  Les " c o u l d n ' t  cope w i th  c o n fu s io n  and was k icked  
o u t  f o r  b e h a v io r  p r o b le m s . "  The i n c i d e n t  s u f f i c i e n t l y  d i s c o u r a g e d  
M arian  so t h a t  she  never  a g a in  sough t  programming f o r  h e r  son.  But 
why would such an i n c i d e n t  c o m p l e t e l y  d i s c o u r a g e  one m o th e r ,  wh i le  
a n o t h e r ,  l i k e  Mrs .  B onaven tu re ,  might  meet  t h e  c h a l l e n g e  and c o n t i n u e  
t o  p r e s s  f o r  s e r v i c e s ?  I b e l i e v e ,  a p a r t  f rom p s y c h o l o g i c a l  v a r i a b l e s ,  
t h e  answer l i e s  i n  t h e  amount o f  k in  s u p p o r t  a mother  has  beh ind  h e r .
Despi te  t h e  b a r r i e r s  a p a r e n t  may e n c o u n t e r  in  t h e  s e r v i c e  d e l i ­
v e r y  system, a p a r e n t  who has  a g rounding  in  a s u p p o r t i v e  f a m i l y ,  w i l l  
be b e t t e r  ab le  t o  engage in f r u i t f u l  problem s o l v i n g  b e h a v i o r .  What 
I am s u g g e s t i n g  c o i n c i d e s  w i th  t h e  n o t io n  t h a t  s o c i a l  s u p p o r t  has  a 
c o u n t e r b a l a n c i n g  r a t h e r  t h a n  a b u f f e r i n g  e f f e c t  upon t h e  pe rson  f a c i n g  
s t r e s s f u l  l i f e  e v e n t s  ( T h o i t s ,  1984 ) .  T h i s  means t h a t  s o c i a l  s u p p o r t  
doe s  no t  reduce  t h e  p rob lem s,  as  in b u f f e r i n g ,  bu t  i t  r e d u c e s  t h e  f e l t  
s t r e s s  of  t h e  p ro b le m s  ( c o u n t e r b a l a n c i n g ) .  T h i s  i s  n o t  t o  say  t h a t  
a c t u a l  m a t e r i a l ,  o r  o t h e r  i n s t r u m e n t a l  s u p p o r t ,  does n o t  have a b u f ­
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I began th e  i n t e r v i e w  wi th  Marian  wi th  t h e  q u e s t i o n  about  
h e l p i n g .  She q u i c k l y  answered ,  " I  n e v e r  got  any h e lp !  T h e y ' r e  too  
busy w i th  t h e m s e l v e s ! "
F i g u r e  7 .2  shows a familygram o f  Les '  m o t h e r ' s  f a m i ly  o f  o r i ­
g in  r e p r e s e n t i n g  a l l  t h e  peop le  i d e n t i f i e d  in my I n t e r v i e w s  w i th  
Marian and h e r  two b r o t h e r s  Bob and C la y .  The p o t e n t i a l  r e s o u r c e  pool 
sp ans  t h r e e  g e n e r a t i o n s  t o  i n c lu d e  M a r i a n ' s  mother  and he r  f a t h e r ' s  
b r o t h e r ,  L e s '  g r e a t  Uncle George and h i s  wi fe  D o t t y ,  Les '  u n c l e s  and 
a u n t s  (by m a r r i a g e ) ,  h i s  c o u s i n s ,  and h i s  e s t r a n g e d  s i s t e r ,  M arc ia .
The d a t e s  a t  t h e  s tems o f  the  d iagram a re  the  y e a r s  o f  b i r t h  o f  each  
p e r s o n .  Note t h a t  Tom and h i s  b r o t h e r  Bob s h a re  a common stem t o  
i n d i c a t e  t h e y  a re  t w i n s .  The m i l e a g e  g iven  r e f e r s  t o  t h e  d i s t a n c e  
each  pe rson  o r  f a m i ly  l i v e s  from L e s '  f a m i l y .
When There i s  No S uppor t
What i s  im m ed ia te ly  obvious  in  t h e  fam i lygram  i s  the  g r e a t e r  
p r o p o r t i o n  o f  males t o  f em a le s  in L e s '  m o t h e r ' s  n e tw o r k ,  t h e  i n c i d e n c e  
o f  d i v o r c e  ( i n d i c a t e d  by a double  s l a s h  mark on t h e  c o n n e c t in g  l i n e s  
between C r a ig  and M a r i a n ,  Bob and h i s  w i f e ,  Ed and h i s  second and 
t h i r d  w i f e )  and t h e  s p a c i n g  of  M a r i a n ' s  s i b l i n g s  which  a l l  c o n t r i b u t e  
t o  M a r i a n ' s  i s o l a t i o n  from her  f a m i l y .  Note t o o ,  t h a t  t h e  m a te rn a l  
g randm other  has  l i v e d  in  F l o r i d a  f o r  o v e r  t en  y e a r s .  In the  i n t e r ­
views t h a t  f o l l o w ,  we w i l l  see  how l a c k  of  f a m i ly  c o h e s i o n  c o u n t e r a c t  
t h e  p o s i t i v e  p o t e n t i a l  o f  k in  p r o x i m i t y  and i n d i r e c t l y  r e l a t e  t o  t h e  
com ple te  l a c k  o f  s e r v i c e s  f o r  Les.
I n t e r v i e w e r :  What was I t  l i k e  back then?  What were the
f a m i l y ' s  r e a c t i o n s  t o  t h e  b i r t h  o f  Les? Were t h e y  
u n c o m f o r ta b le  w i th  him?
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Marian :  I d o n ' t  know. They never  s a i d  a n y t h i n g .  . . .  I
wonder i f  t h e y  were u n c o m f o r t a b l e .  T h e y ' r e  wrapped up in  
t h e m s e l v e s .
I n t e r v i e w e r :  Being t h e  e l d e s t ,  you p r o b a b l y  did a l o t  o f
t h e  c a r e t a k i n g  o f  t h e  boys?
I r a i s e d  t h e  y o u n g e s t  one .  . . .
To g i v e  you an i d e a  o f  how i t  i s  [ i . e . ,  what t r y i n g  
t o  g e t  some h e lp  i s  l i k e ] :  I was going t o  have s u r g e r y
on my hand on a Thu rsday ,  so I c a l l e d  my [ y o u n g e s t ]  b r o t h e r .
He s a i d  he would ask h i s  d a u g h t e r ,  S usa n .  She would have 
t o  t a k e  two days o f f  f rom schoo l  t o  watch  Les .  See my 
[ s e c o n d ]  husband worked d u r i n g  t h e  day ,  so he would have 
t o  l o s e  t im e  from work t o  watch him.
So,  t h i n g s  were s e t .  I c a l l e d  my m o the r  in F l o r i d a  (my 
mother  o f f e r e d ,  but  I t h o u g h t  she shou ld  s t a y  in F l o r i d a  
w i th  my f a t h e r  s i n c e  he w a s n ' t  w e l l )  and she  s a i d  t h a t  was 
r i d i c u l o u s  t h a t  Susan would have to  t r a v e l  down [30 m i l e s ]  
and l o s e  s c h o o l t im e  when Mrs .  Big Cheese [ o r  words t o  t h a t  
e f f e c t  as Marian r e f e r r e d  t o  her  b r o t h e r  C la y ,  a p o l i c e  
o f f i c e r ]  l i v e d  on ly  f i v e  m i l e s  away and c o u l d  e a s i l y  watch 
Les s i n c e  she  d i d n ' t  work o r  any th ing !
[ C l a y  and h i s  w i f e ]  were over  on Sunday from 4 t o  9 f o r  
a v i s i t .  J u s t  on th e  way o u t  the  d o o r ,  my b r o t h e r  s a y s ,  "Oh, 
d o n ' t  wor ry  abou t  Les ,  w e ' l l  see  t h a t  h e ' s  t a k e n  c a r e  o f .
H e ' l l  come o v e r  t o  our  h o u s e . "  Well she  was s t a n d i n g  be h in d  
him w h i l e  he was f a c i n g  me, and she looked  ove r  h i s  s h o u l d e r  
and shook h e r  head "No" [Mar ian  mimicked t h e  g e s t u r e  by s u c k in g  
in  a i r  and t i g h t e n i n g  h e r  l i p s ] .  . . . From then  on,  I n e v e r  
asked  them f o r  a n o th e r  f a v o r !  To t h i s  d a y ,  my b r o t h e r  d o e s n ' t  
know she d i d  t h a t !
On Wednesday—t h e  day  b e f o r e  I was s c h e d u l e d  f o r  t h e  
o p e r a t i o n — she  c a l l e d  me and s a i d  her  husband  was in v o lv e d  
w i th  a b i g  murde r  i n v e s t i g a t i o n .  She d i d n ' t  want t o  m is s  
a n y t h i n g .  [ I  a sked:  Did she  s a £  t h i s ? ]  No, I j u s t  r e a d
between t h e  l i n e s .  See [ t h e i r  town] has  two b ig  p o l i c e  
c h e e s e s !  S h e ' s  Mrs. P o l i c e  Cheese!  She w o u l d n ' t  be any­
t h i n g  w i t h o u t  him! So now I was in t r o u b l e .  My [ y o u n g e s t ]  
b r o t h e r  w a s n ' t  home. His  d a u g h t e r  was 1n schoo l  . . .  so  I 
c a l l e d  my good f r i e n d  i n  [ a n o t h e r  n e a rb y  town]  . . and she  
took  c a r e  o f  Les .  I was supposed  to  s t a y  i n  t h e  h o s p i t a l  
o v e r n i g h t ,  b u t  I asked i f  I cou ld  go home. As i t  was,  I 
wished  I ' d  s t a y e d  . . . b u t  i t  worked o u t  okay .
Marian d e s c r i b e d  an i n c i d e n t  where C l a y ' s  w i fe  d id  b a b y s i t  when
Les was abou t  13 o r  s o ,  b e f o r e  he went t o  l i v e  a t  LSS. B r i e f l y ,  Les
c o u l d n ' t  s t a n d  t o  watch h i s  a u n t  spank h e r  y o u n g e r  son and so  he ran
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away.  His aun t  c o u l d n ' t  c o n t r o l  him.  Les showed up in h i s  A u n t ' s
b a c k y a r d  a few hours  l a t e r .  Tha t  was t h e  l a s t  t i m e ,  Marian r e c a l l e d
h e r  s i s t e r - i n - l a w  v o l u n t e e r i n g  t o  p r o v id e  r e s p i t e .
I n t e r v i e w e r :  B e s i d e s  your  m other  and your  yo u n g e s t  b r o t h e r ,
d i d  anyone e v e r  o f f e r  you he lp?
M arian :  No!
I n t e r v i e w e r :  Why do you t h i n k  t h a t  i s ?
M a r ia n :  T h e y ' r e  t o o  invo lve d  w i t h  t h e i r  own f a m i l i e s .
We've never  been c l o s e ,  t h a t ' s  a l l .  . . . Boys t e n d  t o  lean  on 
t h e  w i f e .  . . . They d o n ' t  r e a c h  ou t  t o  me. . . .  No [ l a s t  
summer when t h e y  came o v e r ]  t h e y  came over  t o  s ee  mothe r  [who was 
s p e n d in g  h e r  f i r s t  sunmer as a widow wi th  h e r  d a u g h t e r . ]  I f  
she  h a d n ' t  been h e r e ,  they  w o u l d n ' t  have come. They d o n ' t  
come t o  see  me o t h e r w i s e .  They d o n ' t  o f f e r  any h e lp  and I 'm 
s t u c k  wi th  Les .  I ' d  l i k e  t o  g e t  away somet imes.  . . .  My mother  
ha s  always been my s u p p o r t e r .  Mom he lped  w h i l e  she l i v e d  
h e r e  in town.
I asked Marian who i n f l u e n c e d  h e r  d e c i s i o n  t o  seek  Les '  
a d m is s io n  to  LSS. Marian  t o l d  me: "My a t t o r n e y .  I was a lo n e .  I 
w o r k e d . "  I was a t  l o o s e  e n d s . "  Marian went on t o  d e s c r i b e  how he r  
husband  had l e f t  h e r  t o  commit a d u l t e r y  w i th  h e r  f r i e n d  who l i v e s  down 
t h e  s t r e e t .  "The whole town knew a b o u t  i t  bu t  me. I was t h e  l a s t  t o  
know. He was a c a r  s a l e s m a n ,  and h e ' d  have ' a p p o i n t m e n t s '  in  t h e  e v e ­
n i n g s !  You cou ld  s e e  h i s  c a r  from t h e  house ,  pa rked  in h e r  d r ive w a y!"
The M ate rna l  Uncles
Tom and Carol  Judson l i v e  ab o u t  23 m i l e s  f rom Les .  Of a l l  
t h e i r  r e l a t i v e s ,  Tom and Carol  say  t h e y  f e e l  c l o s e s t  t o  Tom's b r o t h e r  
C lay  and C a r o l ' s  s i s t e r ,  K i t t y .  They s e e  Clay and h i s  w i f e  Audrey 
f o u r  o r  f i v e  t im es  a y e a r  i n c l u d i n g  C h r i s t m a s ,  and K i t t y  v e ry  o f t e n .  
K i t t y  l i v e d  wi th  t h e i r  f a m i l y  f o r  a y e a r  a f t e r  K i t t y ' s  " d i f f i c u l t  
d i v o r c e . "  Now Carol  v i s i t s  K i t t y  ea ch  y e a r  in F l o r i d a ,  sometimes
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accompanied by Tom. L ike  Clay and Audrey,  Tom and Carol  a r e  in v o lv e d  
in  s e v e r a l  a c t i v i t i e s  t h a t  have b r o u g h t  them i n t o  c l o s e  companionship 
w i th  f r i e n d s  r a t h e r  t h a n  r e l a t i v e s .  Tom has g o l f  c r o n i e s  and Carol  
has  h e r  church  f r i e n d s  and c h u r c h - r e l a t e d  a c t i v i t i e s .  Tom e x p l a i n e d ,  
" I  d o n ' t  r e a l l y  know any o f  my b r o t h e r s  t h a t  w e l l ;  t h e r e ' s  f i v e  y e a r s  
d i f f e r e n c e  between a l l  o f  u s ,  e x c e p t  f o r  my tw in  b r o t h e r .  . . . When 
Mom comes home [up from F l o r i d a ] ,  t h e  k i d s  and t h e i r  f a m i l i e s  w i l l  go 
o u t  t o g e t h e r .  . . . "
When I asked w h e th e r  Marian d i d  much o f  t h e  c a r e t a k i n g  ( i n  
o r d e r  t o  t e s t  the  n o t i o n  o f  the  ove rb u rd e n e d  o l d e r  s i s t e r ) ,  Tom s a i d  
e m p h a t i c a l l y :  "No! My Mom never  had t o  work, so t h e  on ly  t h i n g  . . .
Marian o n l y  . . . w e l l ,  she  babysa t  o f  c o u r s e ,  i f  t h e y  went ou t  in t h e
e v e n i n g ,  bu t  my Mom was more of  a h o u s e w i f e .  She s t a y e d  home a l l  t h e  
t i m e . "  Caro l  r em arked ,  " S h e ' s  a good mom t h a t  way. Not a 'huggy '
mom, no t  t h a t  kind o f  a p e r s o n ,  bu t  a good h o u s e w i f e . "  Carol
e x p l a i n e d  a t  l e n g t h  t h a t  Tom's f a m i l y  was l i k e  an i c e b e r g  in com­
p a r i s o n  t o  h e r  own f a m i l y .  Meal t imes a t  t h e  J u d s o n s '  were solemn and 
q u i e t  w i t h  t h e  b u s i n e s s  o f  nou r i s h m en t  an e f f i c i e n t  a f f a i r .  C a r o l ' s  
f a m i l y ,  in c o n t r a s t ,  e n jo y e d  a f a m i l y  forum a t  m e a l t i m e s ,  w i th  much 
l a u g h t e r  and news p a s s e d  round w i th  t h e  garden  p e a s .
The n a t u r e  and k i n d  o f  c o n t a c t  t h e y  had w i t h  Marian and Les was
d e s c r i b e d  in  t h e  f o l l o w i n g  way.
Tom: [ R e a c t io n  t o  t h e  b i r t h  o f  L e s : ]  We d i d n ' t  have a r e a c t i o n  
r e a l l y .  We d i d n ' t  know he was a prob lem ' t i l  we were 
o v e r s e a s .  . . .  I was in t h e  s e r v i c e  t h e n ;  I was away t h e n  
when he was born .  Then we went  t o  England.
C a r o l :  Before  I went  t o  Eng land ,  I l i v e d  In [ a  ne a rby  town
w i t h i n  f i v e  m i l e s  d i s t a n c e ] .  I u sed  t o  t a k e  c a r e  o f  Les and I 
t a u g h t  Marian how t o  d r i v e .  I was ove r  t h e r e  a c oup le  o f  
t i m e s  a week. We l i v e d  a t  t h e  b a s e .  . . . She d i d n ' t  l i k e  
o u r  c h i l d r e n .  . . .
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Carol  b a b y s a t  bo th  M a r i a n ' s  c h i l d r e n  b e f o r e  Marian knew t h a t  Les was
d e v e lo p m e n t a l l y  i m p a i r e d .  "He was such a p r e c i o u s  baby.  . . .  She
a sked  me t o  b a b y s i t  when we l i v e d  a t  t h e  b a s e . "  Carol  r e c a l l e d  an
i n c i d e n t  which seemed to  c u r t a i l  f u r t h e r  exchange between t h e  two
s i s t e r s - i n - l a w .  Carol  r e f e r r e d  t o  h e r s e l f  in  t h e  t h i r d  p e r s o n ,
Les got  ve ry  u p s e t  when h i s  Aunt Carol  spanked one o f  he r  
s o n ' s  f o r  d i s o b e y i n g  h e r .  'You spank Bruce?" he c r i e d .
A f t e r  t h a t  i n c i d e n t ,  Marian n e v e r  asked me a g a i n .  The same 
t h i n g  happened t o  Audrey L C la y ' s  w i f e ] .  Les took o f f  when 
she  spanked one o f  h e r  own k i d s .
O the r  h e lp  t h i s  c oup le  knew o f  came in  t h e  form o f  some money 
t h a t  t h e  e l d e r  Judsons  gave t o  M a r i a n ' s  f i r s t  husband .  I t  w a s n ' t  
c l e a r  w he ther  t h i s  was f o r  s u p p o r t  o f  t h e  f a m i l y  or  n o t .  Tom remem­
be red  t h a t  h i s  f a t h e r ' s  b r o t h e r  once h e l p e d .  "The y e a r  my f a t h e r  
d i e d ,  Marian went  down t o  v i s i t  in F l o r i d a .  Marian l e f t  Les wi th  
Uncle  George and Aunt Lucy ( s e e  upper  l e f t - h a n d  c o r n e r  of  F ig u re  7 . 2 ) ,  
bu t  someth ing  happened and Marian had t o  c u t  h e r  v a c a t i o n  s h o r t . "
Carol  i n d i c a t e d  t h a t  Les was used t o  h i s  m o t h e r ' s  a s s i s t a n c e  in p e r ­
sona l  hyg iene  even though  he was a grown man and f u l l y  c a p a b l e ,  in the
f a m i l y ' s  e s t i m a t i o n ,  o f  grooming h i m s e l f .  Aunt Lucy found t h e  chore  
r e p u g n a n t .
T h i s  i s  an example o f  t h e  s t r u c t u r e  o f  t h e  t a s k  not  match ing  th e  
s t r u c t u r e  o f  t h e  g roup .  The t a s k  was too  i n t i m a t e .  Li twak has  not  
c a t e g o r i z e d  such t a s k s  s p e c i f i c a l l y ,  though he does have a " m a r i t a l "  
c a t e g o r y  o f  h o use ho ld  c h o r e s ,  such  as  l a u n d r y .  S ince  t h i s  would not  
be an a p p r o p r i a t e  t e r m ,  I o f f e r  t h e  te rm " i n t i m a t e  f a m i l i a l  t a s k s "  of  
which t h i s  i s  an i n s t a n c e .
Whether a  f a m i l y  was s u p p o r t i v e  o r  n o t ,  t h e  r e l a t i v e s  I i n t e r ­
viewed s u p p l i e d  e x p l a n a t i o n s  f o r  t h e  l i m i t a t i o n s  o f  t h e i r  invo lvem en t .
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The Judsons  gave an i n t e r p r e t a t i o n  in  keep in g  w i th  t h e  t h e o r y  o f  t h e
Circumplex  Model o f  Olson and McCubbin (Olson,  e t .  a l . ,  1979; Olson
and McCubbin, 19 8 2 ) ,  which s t a t e s  t h a t  r i g i d l y  d i se n g a g e d  f a m i l y
sys tems  make f o r  poor problem s o l v i n g .
Tom: You g e t  t i r e d  o f  v i s i t i n g  when a l l  she does i s  put
down o t h e r  p e o p le .
C a r o l :  T h a t ' s  a l l  she  does .
Tom: I t h i n k  i t  was ou r  u p b r i n g i n g .  My p a r e n t s  were very
much d i s c i p l i n a r y .  None o f  us k i d s  a r e  open t o  each  o t h e r  
o r  t o  my mother  or  t o  my f a t h e r .  We a l l  a re  what we a r e  by 
t h e  way w e ' r e  b rough t  up .  . . . Our deep r o o t s  a r e  in  our  
c h i l d h o o d .
C a ro l :  [ r e c a l l i n g  h e r  v i s i t s  t o  Tom's f a m i ly  and the
a tm osphere  a t  t h e  d i n n e r  t a b l e ] :  R i g i d .  I t  was so r i g i d .
Tom: Oh, y e a h ,  i t  seemed r i g i d  t o  me. S t e r i l e ,  [ p o i n t i n g
t o  an o b j e c t  on t h e  c o f f e e  t a b l e ]  I f  t h a t  was b l a c k  and my 
f a t h e r  s a i d  i t  was w h i t e ,  you s a i d ,  "Yes, i t ' s  w h i t e . "  Oh 
y e a h ,  I ' v e  seen  h i s  m i s t a k e s  and he w o u l d n ' t  admi t  t h e y  were 
m i s t a k e s .  . . .  He mellowed a l o t  when he got  o l d e r ,  bu t  I 'm  
t a l k i n '  abou t  when we were t e e n a g e r s .  He had a f a t h e r  t h a t  was 
even s t r i c t e r  than  he was .  . . .  Oh, he had a f a t h e r  t h a t  i f  
you came t h ro u g h  t h a t  door  f i v e  m in u t e s  l a t e  you go t  a r a z o r  s t r a p .
The c o u p le  gave a n o t h e r  r e a s o n  why Marian d i d  no t  have h e l p .
L ike  b r o t h e r  C la y ,  t h i s  c o u p le  was c r i t i c a l  of  M a r i a n ' s  r e f u s a l  t o  use 
h e r  ex-husband  as  a r e s o u r c e  f o r  h e lp  and r e s p i t e .  Tom s a i d ,  "Through 
t h e  y e a r s  s h e ' s  n e v e r  asked he r  e x -h u s b a n d - -y o u  know, t h e  b o y ' s  
f a t h e r .  He 'd  be g lad  t o  t a k e  him. S h e ' s  so b i t t e r . "
Carol  a d m i t s  she d o e s n ' t  t h i n k  she  and Tom were ve ry  s u p p o r t i v e  
o f  Marian and h e r  s i t u a t i o n ,  bu t  " i t  w a s n ' t  as  i f  we d i d n ' t  want t o  
b e . "  They r e f e r r e d  aga in  t o  M a r i a n ' s  d i f f i c u l t  p e r s o n a l i t y .  Tom gave 
an example:  "She a b s o l u t e l y  put  he r  f o o t  down t h a t  [ h e r  second h u s ­
band]  cou ld  n o t  go t o  h i s  f a t h e r ' s  f u n e r a l  S ! l"
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A q u e s t i o n  t h a t  I a sked  a l l  t he  r e l a t i v e s  was: What do you
t h i n k  th e  d i s a b l e d  person s h o u l d  be doing now? The aim o f  t h i s
q u e s t i o n  was t o  d i s c o v e r  r e l a t i v e s '  views o f  t h e  d i s a b l e d  p e r s o n ' s
s i t u a t i o n  and t h e  k ind  of  c u r r e n t  suppo r t  h e / s h e  r e c e i v e s  f rom them.
R e l a t i v e s  occupy a midway p o s i t i o n  between s t r a n g e r  and i n t i m a t e
w h e r e in  t h e y  a r e  d i s t a n t  enough t o  o b j e c t i v e l y  i d e n t i f y  problems but
c l o s e  enough t o  e v a l u a t e  which s o l u t i o n s  a r e  most  p l a u s i b l e  given
t h e i r  u n d e r s t a n d i n g  o f  the  f a m i l y ' s  c u r r e n t  s i t u a t i o n .
Tom: At p r e s e n t ,  h e ' s  f i n e  where he i s .  He d r e s s e s  
h i m s e l f ,  f e e d s  h im s e l f  and p l a y s  by h i m s e l f .  He has  d u t i e s  
a t  home. He knows what t o  do .  They d o n ' t  have to  t e l l  him.
When th e  wood box i s  empty ,  he f i l l s  i t .  He b r ings  in  a l l  
t h e  wood. When th e  p i l e  [ i n  the  c e l l a r ]  s t a r t s  g e t t i n '  low,
Les knows where t o  b r in g  t h e  wood and he en jo y s  do ing  i t .  . . .
C a r o l :  I would s a y ,  t h e  o n l y  t h in g  a b o u t  h i s  being
home— i t  would be n ice  i f  he could g e t  w i t h  and do t h i n g s  
w i t h  o t h e r  p e o p l e  who a re  l i k e  him. I ' v e  seen him p l a y  
b a s k e t b a l l .  . . .  I 'm s u r e  he has some k i n d  of  d e x t e r i t y  t h a t  
he could be shown how t o  u se  and I t h i n k  he would p r o b a b l y  
e n j o y  i t .  I t h i n k  i t ' d  be f u n  f o r  him t o  shoo t  b a s k e t s  wi th  
o t h e r  peop le  who a re  l i k e  h im.  Maybe, in  h i s  c a p a c i t y ,  he 
d o e s n ' t  c a r e ,  b u t  I t h i n k  i t  would be f u n  f o r  him— even j u s t  
i f  i t  were a c o u p le  of  days  a week.
Tom and C aro l  spoke w i t h  obvious  a d m i r a t i o n  of  L e s '  a b i l i t y  t o  
p l a y  t h e  o rgan .  I asked  them how he came t o  l e a r n  how t o  p l a y .  As i f  
t h e  q u e s t i o n  had n e v e r  o c c u r r e d  t o  them, t h e y  chimed t o g e t h e r :
" M a r i a n ,  I g u e s s . "
As an o b s e r v e r ,  i t  seemed t o  me t h a t  t h e  f am i ly  n e e d ed  mending. 
M a r i a n ' s  barbed p e r s o n a l i t y  had  made even p o s i t i v e  r e c o g n i t i o n  of  
M a r i a n ' s  accompli shments  wi th  h e r  d i s a b l e d  son unspoken. I t  was 
c l e a r ,  t o o ,  f rom my f u r t h e r  p r o b i n g ,  t h a t  t h i s  coup le  had t h o u g h t  
a b o u t  t h e  needs o f  t h e i r  d e v e lo p m e n t a l l y  d i s a b l e d  nephew, b u t  had 
d e c i d e d  t o  s t e e r  c l e a r  o f  any a c t i o n .
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Uncle Clay
I i n t e r v i e w e d  Clay in  h i s  o f f i c e  a t  t h e  p o l i c e  s t a t i o n  where he 
had an i m p o r t a n t  p o s i t i o n  on t h e  f o r c e .  T h i s  i n t e r v i e w  was n o t  t ape d  
and much o f  t h e  i n t e r v i e w  had t o  be commit ted t o  memory because  Clay 
was not  c o m f o r t a b l e  wi th  my t a k i n g  n o te s  v e r b a t i m .  He i n d i c a t e d  t h a t ,  
as  a p u b l i c  f i g u r e ,  he was v e r y  s e n s i t i v e  t o  be ing  quo ted .
His view of  h i s  s i s t e r  Marian was one mixed wi th  humor and 
c o n s t e r n a t i o n .  Though he and h i s  w i f e ,  Audrey ,  l i v e d  on ly  2 1 / 2  m i le s  
away from Les and h i s  m o the r ,  C l a y ' s  c o n t a c t s  w i t h  h i s  s i s t e r  and 
nephew were l i m i t e d  t o  f a m i l y  g a t h e r i n g s  a round  t h e i r  m o t h e r ' s  v i s i t s  
from F l o r i d a .
He r e c a l l e d  the  i n c i d e n t  when h i s  w i f e  Audrey had b a b y s a t  Les 
b e fo r e  Les went  t o  t h e  S t a t e  S c h o o l .  Les g o t  v e ry  upse t  when he saw 
Audrey spank t h e i r  younger  son and ran away. The s ea rch  took a l l  
a f t e r n o o n  u n t i l  Les showed up in  t h e  b a c k y a r d .  Marian was unsym­
p a t h e t i c  t o  A u d r e y ' s  s i t u a t i o n  and f u r t h e r  exchanges  were b r o u g h t  t o  a 
h a l t .
Clay conveyed the  o p i n i o n  t h a t  Marian was an u n r e a s o n a b le  
woman, j e a l o u s ,  and b i t t e r .  F r i e n d l y  w i th  M a r i a n ' s  ex -husband  and h i s  
c u r r e n t  w i f e ,  he cou ld  not  u n d e r s t a n d  why Marian  d id  no t  a l l o w  Les to  
v i s i t  wi th  h i s  f a t h e r ,  which was a normal way t o  hand le  r e l a t i o n s h i p s  
among c h i l d r e n  and t h e i r  d i v o r c e d  p a r e n t s .  C lay  sh a re d  Tom's o p i n io n  
t h a t  pe rhaps  Marian  was f r i g h t e n e d  t h a t  h e r  e x -husba nd  would a l i e n a t e  
L e s '  a f f e c t i o n  f o r  h e r .  I d i d  g e t  t h e  s e n s e  t h a t  Clay had more sym­
p a th y  f o r  M a r i a n ' s  f i r s t  husband  l e a v i n g  h e r  f o r  he r  b e s t  f r i e n d ,  than 
f o r  M a r i a n ' s  b e in g  h u r t  by t h i s  man 's  a d u l t e r y .
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I asked Clay i f  he had any t h o u g h t s  a b o u t  L e s 1 c u r r e n t
s i t u a t i o n .  From h i s  r a p i d  r e s p o n s e ,  i t  was c l e a r  he had t h o u g h t  about
t h i s  v e ry  i s s u e .
I f  you o r  I d o n ' t  send our  c h i l d r e n  t o  s c h o o l ,  the  t r u a n t  
o f f i c e r  would be o u t  a f t e r  them and us!  I t  should be t h e  
same w i th  t h o s e  k i d s !  He s h o u ld  be in s c h o o l !  He c o u l d  
r e a l l y  l e a r n  t o  do so much f o r  h i m s e l f .  I have a f r i e n d ,  
whose s o n ,  S t a n ,  i s  a t  a workshop.  His b r o t h e r ,  Rocky [ a l s o  
d e v e l o p m e n t a l l y  d i s a b l e d ]  works a t  t h e  . . . s h ip y a r d .  . . .
Les i s  l i k e  S t a n .  He cou ld  h a n d le  a j o b  o f  some k i n d .  But 
[M a r ia n ]  w o n ' t  l e t  him.
I r o n i c a l l y ,  Clay i s  a c t i v e l y  invo lved  w i t h  the  y e a r l y  Spec ia l
Olympics  t h a t  a r e  h e ld  in New Hampshire .  " I  guess  Les has  something
t o  do w i th  t h a t .  Having him in t h e  f a m i ly  made me see [ t h a t  mental
r e t a r d a t i o n ]  can happen t o  anybody and th e y  s h o u ld  ge t  a c h a n c e . "  I
asked  i f  h e ' d  e v e r  i n v i t e d  Les t o  p a r t i c i p a t e .  "Oh, Marian w o u ld n ' t
l e t  h im ."  Again t h e  r e l u c t a n c e .
F a c t o r s  I n h i b i t i n g  Kin Suppor t
There  a r e  a number o f  e x p l a n a t i o n s  we m ig h t  c o n s i d e r  f o r  the  
l a c k  o f  k in  s u p p o r t  in  t h i s  f a m i l y .  We c o u ld  t a k e  the  t h e o r e t i c a l  
t a c k  o f  M a r i a n ' s  b r o t h e r ,  Tom, and d e lve  i n t o  M a r i a n ' s  p s y c h o l o g i c a l  
makeup.  However, such complex p s y c h o a n a l y s i s  s h o u ld  not  s u p e r c e d e  the  
t a k i n g  i n t o  a c c o u n t  o f  s im p l e r  and more b l a t a n t  s o c i a l  f a c t o r s  t h a t  
a r e  o p e r a t i n g  h e r e .
F i r s t ,  what  Tom says  abou t  h i s  f a m i ly  d o e s  sugges t  t h a t  t h e r e  
were r i g i d  l i n e s  o f  communicat ion which p r e c l u d e d  c l o s e n e s s  and 
c o o p e r a t i o n .  The work o f  Olson and McCubbin and t h e i r  c o l l e a g u e s  
on t h e  C i rcum f lex  Model (1979)  and t h e  Double ABCX Model ( 1 9 8 2 ) ,  
r e s p e c t i v e l y ,  would c e r t a i n l y  i l l u m i n a t e  t h e  c o p in g  p r o c e s s e s  h e re .
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Though I have not  examined the  f a m i ly  t o  p lace  them in a c a t e g o r y  to  
a p p ly  t h e s e  models  e x a c t l y ,  the  s im p le  s e l f - r e p o r t  t h a t  M a r i a n ' s  
f a m i l y  of  o r i g i n  was a " r i g i d "  sys tem would be a s s o c i a t e d  in t h i s  
model wi th  poor  problem s o l v i n g .  S econd ,  the  f a c t  t h a t  Marian names 
h e r  mother  as  most s u p p o r t i v e  i s  c e r t a i n l y  the  most  f r e q u e n t  r e s p o n s e  
t h a t  m o th e r s  in  ge n e ra l  g i v e  t o  a q u e s t i o n  about who he lped  them. 
T h i r d ,  Marian i s  t h e  f i r s t b o r n  of  f i v e  c h i l d r e n .  F i r s t b o r n  c h i l d r e n  
t e n d  t o  a c t  as  s u r r o g a t e  p a r e n t s  in  l a r g e  f a m i l i e s .  The f o u r t h  p o i n t  
i s  t h a t  t h e  s i b l i n g s  in t h i s  f a m i ly ,  w i t h  the  e x c e p t i o n  o f  t h e  t w i n s ,  
a r e  spaced  abou t  f i v e  y e a r s  a p a r t .  T h e r a p i s t s  ( e . g . ,  Minuchin,  1974) 
have r e p o r t e d  t h a t  when c h i l d r e n  a r e  s p a c e d  f o u r  o r  more y e a r s  a p a r t ,  
i t  i s  as  i f  t h e r e  a re  d i f f e r e n t  f a m i l i e s  c o n s i s t i n g  o f  two p a r e n t s  and 
a s i n g l e  c h i l d .  This  means t h a t  each  c h i l d  had a r a t h e r  s e p a r a t e  
r e l a t i o n s h i p  w i th  h i s  o r  h e r  p a r e n t s  and a l e s s  i n t i m a t e  r e l a t i o n s h i p  
w i t h  s i b l i n g s ,  which may have c o n t r i b u t e d  to  t h e  f a i l u r e  of  t h e  
b r o t h e r s '  f a m i l i e s  t o  p r o v i d e  a g r e a t  d e a l  of  s u p p o r t  t o  Marian in  the  
way of  goods and s e r v i c e s .
A f i f t h  f a c t o r  o p e r a t i n g  in t h e  c a s e  of  M a r i a n ,  i s  t h a t ,  n o t  
o n l y  was t h e  sp a c in g  wide between h e r  and he r  s i b l i n g s ,  bu t  t h e s e  
s i b l i n g s  a r e  a l l  b r o t h e r s .  Marian h e r s e l f  o f f e r e d  two e x p l a n a t i o n s  
i n h i b i t i n g  k i n  s u p p o r t  o f  h e r  s i t u a t i o n .  She s a y s ,  "Boys t e n d  t o  lean  
on th e  w i f e . "  Aside from t h e  e lement  o f  c o n d e sc e n s io n  in c a l l i n g  he r  
b r o t h e r s  " b o y s , "  t h e r e  i s  an e lement  o f  t r u t h  in what  Marian s a y s .
Men in working c l a s s  f a m i l i e s  or  men i n  t r a d i t i o n a l l y  s t r u c t u r e d  f a m i ­
l i e s ,  do t e n d  t o  l eave  d o m e s t i c  m a t t e r s  t o  t h e i r  w iv e s  (Komarovsky,  
1962;  Rubin,  1976;  F a r b e r ,  1981) .  A s e c o n d  reason  Marian g i v e s  i s  
t h a t  on ly  when t h e i r  m o th e r  comes up f rom  F l o r i d a ,  do t h e  s i b l i n g s  ge t
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t o g e t h e r .  The t i e  between mother  and c h i l d  i s  t h e  s t r o n g e s t  (Fox, 
1967 ) .  I t  has  a l r e a d y  been w id e ly  o b s e rv e d  t h a t  women a re  s t i l l  t h e  
c h i e f  d o m es t i c  c a r e t a k e r s  in  American s o c i e t y .  Thus i t  i s  no t  
s u r p r i s i n g  t h a t  M a r i a n ' s  b r o t h e r s  were no t  p a r t i c u l a r l y  s o l i c i t o u s  o f  
t h e i r  s i s t e r .  Having t o  s u p p o r t  t h e i r  own f a m i l i e s ,  t h e y  a r e  not  in  
t h e  p o s i t i o n  t o  o f f e r  r e s p i t e  c a r e  t h e m s e l v e s ,  nor  can t h e y  e a s i l y  
v o l u n t e e r  t h e i r  w iv e s '  s u p p o r t .  Li twak has  p o i n t e d  ou t  t h a t  in o r d e r  
f o r  women t o  p ro v id e  c a r e t a k i n g  s e r v i c e s  o u t s i d e  t h e  n u c l e a r  f a m i l y  
home, husbands  must  g i v e  t h e i r  c o n s e n t i n g  s u p p o r t  (1 9 8 5 :1 6 2 ) .  I t  may 
be t h a t  when one spouse wants  t o  p r o v id e  h e l p ,  t h e  o t h e r  must  g ive  a t  
l e a s t  t a c i t  ag reem en t ,  r e g a r d l e s s  o f  w he ther  t h a t  spouse  i s  husband or  
w i f e .  C e r t a i n l y ,  t h e  r e q u i r e m e n t  o f  m a tch ing  t a s k  t o  group s t r u c t u r e  
i s  no t  met in  M a r i a n ' s  c a s e .  At t h e  t im e  Marian needed r e s p i t e ,  
M a r i a n s '  b r o t h e r s '  f a m i l i e s  had s i m i l a r  n e e d s ,  each  f a m i l y  hav ing  p r e ­
s c h o o l e r s  in t h e  home.
There  were a d d i t i o n a l  n e g a t i v e  f o r c e s  o p e r a t i n g .  C h ie f  among 
them was t h e  s t r e s s  o f  a f a i l e d  m a r r i a g e .  I t  a p p e a r s  t h a t  t h e  r e l a ­
t i o n s h i p  was n o t  a good one from t h e  b e g i n n i n g .  Both Gath (1978)  and 
F a r b e r  (1959)  have no ted  t h a t  u n s t a b l e  m a r r i a g e s  do no t  f a r e  wel l  w i th  
t h e  i n t r o d u c t i o n  o f  a m e n t a l l y  r e t a r d e d  c h i l d .  Gath (1978) s t u d i e d  
t h e  e f f e c t s  o f  having  a Downs' Syndrome c h i l d  on t h e  m a r r i a g e s  o f  a 
matched sample  o f  t h i r t y  f a m i l i e s .  She found t h a t  t h e  c h i l d  was 
l i k e l y  t o  p r e c i p i t a t e  m a r i t a l  s e p a r a t i o n  among p a r t n e r s  whose 
m a r r i a g e s  were a l r e a d y  f r a i l .  Among s t r o n g  m a r r i a g e s ,  t h e  s p e c i a l  
c h i l d  s e r v e d  t o  b r i n g  t h e  p a r t n e r s  even  c l o s e r .
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In sum, L e s '  s i t u a t i o n  i l l u s t r a t e s  some o f  t h e  f a c t o r s  which 
i n h i b i t  k in  s u p p o r t :  1) p a u c i t y  o f  fem a le  k i n ;  2) poor  f a m i l y  cohe­
s i o n  in t h e  f a m i l y  o f  o r i g i n ;  3) m a r i t a l  i n s t a b i l i t y ;  and 4)  s i m i l a r  
deve lopm en ta l  s t a g e s  among f a m i l i e s  o f  k i n ,  l e a v i n g  no k in  f r e e  t o  
p r o v id e  m a t e r i a l  goods and s e r v i c e s .
In  t h e  n e x t  c a se  s t u d y ,  we w i l l  look a t  some o f  t h e  l i m i t a t i o n s  
o f  t h e  s e r v i c e  d e l i v e r y  s y s te m .  The p u r p o s e ,  in t h i s  n e x t  s e c t i o n ,  
i s  t o  d e m o n s t r a t e ,  us ing  t h e  p r i n c i p l e  o f  m a t c h in g ,  how c e r t a i n  t y p e s  
o f  c a r e  can o n l y  be met by c a r i n g  members o f  t h e  f a m i ly  who a re  
i r r e p l a c e a b l e  by agency ( l a r g e  o r g a n i z a t i o n a l )  p e r s o n n e l .
GG LAWSON
GG Lawson, age 31,  works a t  a p rep  school  in New Hampshire ,
abou t  25 m i l e s  f rom her  p a r e n t s  and abou t  an h o u r s '  d r i v e  from each o f
two o f  he r  s i s t e r s .  She l i v e s  on campus in s t a f f  hous in g  which con­
s i s t s  of  a smal l  d o r m i to r y  room w i th  space  enough f o r  a be d ,  a 
d r e s s e r ,  a desk and a c h a i r .  There a r e  k i t c h e n  f a c i l i t i e s  and a 
l i v i n g  room f o r  t h e  common use  o f  r e s i d e n t  s t a f f ,  but  t h e s e  a r e  seldom 
u s e d .  S ince  t h e r e  a re  so few who c u r r e n t l y  l i v e  in t h e  dorm, GG p r e ­
f e r s  t o  t a k e  h e r  mea ls  in t h e  k i t c h e n ,  o f f  t h e  main s t u d e n t  d i n in g
room, among h e r  f e l l o w  w orke rs  on t h e  k i t c h e n  m ain tenance  c rew .
At t h e  t im e  of  t h e  i n t e r v i e w ,  GG had on ly  been a t  t h e  p rep  
s choo l  two o r  t h r e e  weeks a f t e r  a t w o - y e a r  h i a t u s  o f  unemployment .
She had been l i v i n g  w i th  h e r  p a r e n t s  and h e r  younger  b r o t h e r ,  Kevin,  
aged t h i r t e e n ,  w i t h  whom she  was a t  o d d s .  Kevin was e m b a r ra s s e d  by 
h i s  obese  s i s t e r  and would t e a s e  h e r  abou t  h e r  " s l o w n e s s . "  " I  know 
I 'm  s l o w , "  GG e x p l a i n e d ,  " b u t  t h a t ' s  no r e a s o n  t o  t e a s e  me."  She was
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c l e a r l y  s t i l l  f r u s t r a t e d  a t  t h e  t h o u g h t  of  her  b r o t h e r ' s  i n s e n ­
s i t i v i t y .
GG had o t h e r  r e g r e t s  t o o .  Near  t h e  end of  h e r  t e n - y e a r  
employment a t  t h e  n u r s i n g  home, some two y e a r s  p r i o r  t o  our i n t e r v i e w ,  
GG had had  a c h i l d .  She looked down a t  he r  f i d g e t i n g  hands in h e r  
l a p .
My p a r e n t s  s a i d  i t  would be b e t t e r  t o  g ive  he r  up . . . where 
s h e ' d  have  a good home. I c o u l d n ' t  t a k e  c a r e  o f  h e r .  . . .  I 
have a b o y f r i e n d  now. He wants t o  g e t  m a r r i e d ,  b u t  I 'm 
t a k i n g  my t i m e .  He was my f i r s t  f r i e n d  when I came h e r e .
He showed me around  so I d i d n ' t  f e e l  l o n e l y .  [At  t h e  change 
o f  s u b j e c t ,  GG p e rked  u p . ]  The k i d s  r e a l l y  l i k e  me. I went 
t o  one o f  t h e i r  d a n c e s .  Sometimes I go t o  t h e i r  b a s k e t b a l l  
games. They a lw ays  sa y  "Hi GG! Howya d o i n ' ? "
Having worked 13 ou t  of t h e  15 y e a r s  s in c e  b e in g  g rad u a ted  from 
t h e  v o c a t i o n a l  program a t  Crotched M oun ta in ,  a r e s i d e n t i a l  school  in 
New Ham psh ir e ,  where she  l e a r n e d  house kee p ing  s k i l l s ,  GG c l e a r l y  
en joys  h e r  i n d ep e n d e n c e .
Upon a r r i v i n g  a t  t h e  prep s c h o o l ,  I was im p re s s e d  wi th  t h e  
r e s p e c t  f o r  p r i v a c y  o f f e r e d  GG. The k i t c h e n  s u p e r v i s o r  made no 
i n q u i r y  a s  t o  my i d e n t i t y .  I t  was s u f f i c i e n t  t h a t  I had an a p p o i n t ­
ment w i th  GG. The s u p e r v i s o r  t o l d  GG we could use  one  o f  t h e  o f f i c e s  
t o  have ou r  m ee t ing  where we "would n o t  be d i s t u r b e d . "
The coded d a t a  f rom t h e  LSS c l i n i c a l  r e c o r d s  i s  bl and  and i m p r e ­
c i s e  i n  compar ison  t o  a f a c e - t o - f a c e  i n t e r v i e w  w i th  GG, who c o n v e r s e s  
with  a n i m a t i o n  and e n th u s i a s m  f o r  m e e t in g  new p e o p le  and making 
f r i e n d s .  She i s  an a f f a b l e  woman who embraces t h e  t r u t h  about  h e r ­
s e l f ,  h e r  l i m i t a t i o n s  and h e r  a c c o m pl i shm e n ts .  Her h i s t o r y  r e v e a l s  
how she a t t a i n e d  t h i s  l e v e l  of  Independence  and h e r  f a m i l y ' s  commen­
t a r y  g i v e s  us i n s i g h t  i n t o  what needs  a r e  s t i l l  t o  be met .
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GG's Background
G e r a l d i n e  and Dwayne Lawson were 23 and 26 ,  r e s p e c t i v e l y ,  when 
t h e i r  t h i r d  c h i l d ,  GG was born .  GG would be one o f  s i x  c h i l d r e n ,  f o u r  
g i r l s  and two boys .  A f t e r  GG, t h e r e  i s  a  f i v e - y e a r  gap b e f o r e  t h e  
l a s t  g i r l  was born ,  t h e n  two y e a r s  l a t e r ,  a boy and th e n  t en  y e a r s  
l a t e r ,  Kev in .
Mrs .  Lawson t o l d  me when GG was f i v e  y e a r s  o l d :  “ In 1958,  we
took h e r  f o r  a h e a r i n g  t e s t  because  she  w a s n ' t  t a l k i n g .  Mental r e t a r ­
d a t i o n  w a s n ' t  even m e n t io n e d .  . . .  In 1960, t h e  t e a c h e r s  s a i d  she 
was ' s l o w . ' "  There were many c o n f e r e n c e s  between t h e  p a r e n t s  and t h e  
t e a c h e r s .  Though GG had been promoted eve ry  y e a r ,  by t h e  t ime  she had 
f i n i s h e d  t h e  f o u r t h  g r a d e ,  she was "unhappy and l o n e l y . "  The " s o c i a l  
p r o m o t io n s "  were n o t  a s u b s t i t u t e  f o r  t h e  a p p r o p r i a t e  e d u c a t i o n  GG's 
p a r e n t s  so u g h t  f o r  t h e i r  d a u g h te r .
A d o c t o r ,  and f r i e n d  of  t h e  f a m i l y  a t  New Hampshire  H o s p i t a l ,  
s u g g e s t e d  GG be t e s t e d .  The e v a l u a t i o n  a t  t h e  C h i l d  Guidance C l i n i c  
r e s u l t e d  i n  t h e  d i a g n o s i s  of  m odera te  r e t a r d a t i o n .  Mrs.  Lawson 
r e c a l l e d  in  the  i n t e r v i e w :  " 'S h e  c a n n o t  l e a r n , '  t h e y  s a i d .  'She  i s
t r a i n a b l e  bu t  no t  e d u c a b l e . " 1 The a d v i c e  was t o  s end  GG t o  L acon ia  
S t a t e  School  f o r  t r a i n i n g .
GG was a lmos t  t w e l v e  y e a r s  o l d  when he r  f a t h e r  and mother  
b r ough t  h e r  t o  t h e  a d m i n i s t r a t i o n  b u i l d i n g  of  L a c o n ia  S t a t e  School  f o r  
t h e  f i r s t  t im e .  Admission was upon t h e  recommendat ion o f  t h e  c l i n i c ,  
th e  s c h o o l ,  and as r o u t i n e l y  done,  o r d e r e d  by t h e  p r o b a t e  c o u r t .  Mrs.  
Lawson t o l d  h e r  o t h e r  c h i l d r e n ,  when t h e y  had r e t u r n e d  home, t h a t  
t h e i r  f a t h e r  had c r i e d  i n  t h e  c a r  on t h e  way home, even though he 
s t r o n g l y  b e l i e v e d  t h a t  Lacon ia  was t h e  b e s t  p l a c e  f o r  GG's t r a i n i n g .
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A f t e r  s e v e r a l  weeks o f  s e p a r a t i o n ,  r e q u i r e d  by t h e  s c h o o l ,  f o r  
t h e  p u rpose  o f  a c c l i m a t i n g  new r e s i d e n t s ,  t h e  f a m i l y  would come up t o  
v i s i t .  GG's e l d e s t  s i s t e r  d e s c r i b e d  GG's program and t h e  f a m i l y ' s  
i n v o lv e m e n t  a t  t h e  t i m e .
She was moved i n t o  t h i s  c o t t a g e  program, w h ich ,  a t  t h e  
t i m e ,  was t h i s  f a n t a s t i c  program. I t  was l i k e  a home s i t u a t i o n .  
They had n i c e  rooms and t h e y  had a d i n i n g  room l i k e  a t  home 
and t h e y  had house p a r e n t s  and t h e  k i d s  were— i t  was so 
d i f f e r e n t  than  an i n s t i t u t i o n .  I t  was r e a l l y  a n i c e  s e t - u p  
and we 'd  go and v i s i t  h e r  on weekends .  . . .
When we saw how happy she  was— t h a t  she  was b e g in n in g  
t o  blossom ou t  t h e r e  and come i n t o  h e r  own, we r e a l l y  f e l t  
b e t t e r  abou t  i t .  You know, I t h in k  t h a t  was i m p o r t a n t ,  t h a t  
p a r t .  And we a i l  w e n t .  Tha t  was a b i g  t h i n g ,  t o  go t o  
L a c o n i a .  We'd go up and v i s i t  GG. We were ve ry  i n t e r e s t e d  
in  h e r  p r o g r e s s ,  in  how she  was d o i n g .  . . . Sometimes my Dad 
w o u l d n ' t  be a b l e  t o  go be c ause  he was w ork ing ,  bu t  my Mom
would go and a l l  of  us k i d s  t h a t  were home. There were s i x
o f  us and we were a l l  l i k e  t h i s  [ c l a s p s  hands t o g e t h e r  
t i g h t l y ] .  Lo ts  of  t i m e s  my grandmother  would go .  And we'd  
t a k e  a p i c n i c  lunch  and we 'd  go up, p i c k  up GG, and go ou t  
f o r  t h e  da y .  Or we 'd  b r i n g  h e r  home. She got  t o  t h e  p o i n t  
she  c o u ld  come home on weekends.
I ' d  s a y  [we went  up ]  a t  l e a s t  2 o r  3 weekends a month.
We went  up q u i t e  f r e q u e n t l y  in  t h e  b e g in n i n g  ' c a u s e  she  
r e a l l y  needed t h a t ;  she  r e a l l y  needed  f a m i ly  c o n t a c t .
A f t e r  f i v e  y e a r s  a t  L a c o n ia ,  when GG was a lm os t  s e v e n t e e n ,
a r r a n g e m e n ts  were made f o r  GG t o  p a r t i c i p a t e  in  a r e s i d e n t i a l  v o c a ­
t i o n a l  program in  h o u s e k ee p in g  s k i l l s  a t  Cro tched  Mounta in .  The 
program would n o t  s t a r t  u n t i l  t h e  f a l l  o f  1971,  so f o r  t h e  summer 
m on ths ,  GG s p e n t  a v a c a t i o n  a t  home, h e r  f i r s t  community p lacem en t  
f rom t h e  i n s t i t u t i o n .  The two s i s t e r s  whom I I n t e r v i e w e d  remembered 
e n j o y i n g  GG when she  was home. Her b e in g  home was n o t  t r e a t e d  as  
a n y t h i n g  u n u s u a l .  GG was home from s c hoo l  ' ' j u s t  l i k e  t h e  r e s t  o f  t h e  
k i d s . "
Mrs.  Lawson was v e r y  p l e a s e d  w i th  t h e  t r a i n i n g  h e r  d a u g h t e r  
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and t r a i n i n g  which launched  GG i n t o  an ind ep e n d e n t  l i f e  where she was 
s e l f - s u p p o r t i n g .  The c u l m in a t io n  o f  t h e  program was a j o b  p lacem en t .  
GG o n l y  w a i t e d  home a month b e f o r e  she  was p l a c e d  a t  t h e  Clove r  
N ur s in g  Home where she  l i v e d  and worked f o r  t e n  y e a r s .  Her mother  
commented w i th  p r i d e  on GG's i n d u s t r i o u s n e s s ,  " S h e ' s  a good worker .  
S h e ' l l  do t h i n g s  t h a t  a l o t  o f  p e o p le  w o n ' t  d o . "
[As an i n c i d e n t a l ,  a f t e r  GG had a l r e a d y  been working f o r  
s e v e r a l  mon th s ,  she was o f f i c i a l l y  d i s c h a r g e d  from LSS on J a nua ry  
1 0 t h ,  1973. I t  was t h e  usua l  p r o c e d u r e  in t h o s e  days t o  keep a s l o t  
o p e n . ]
GG's Grandmothers
During t h e  t w o - y e a r  gap between t h e  n u r s i n g  home p o s i t i o n  and 
h e r  c u r r e n t  employment a t  t h e  p rep  s c h o o l ,  GG p laye d  a key r o l e  in h e r  
f a m i l y .  When h e r  p a t e r n a l  gr andmother  ( "G ra nny ,"  in  F i g u r e  7 .3 )  
became i l l  and housebound,  GG became t h e  m a i n s t a y .  She to o k  c a r e  o f  
h e r  g ran d m o th e r ,  making s u re  she took  h e r  m e d i c in e  a t  t h e  a p p o in t e d  
t i m e s ,  p r e p a r e d  m e a l s ,  d id  l a u n d r y  and kep t  h e r  company in  t h e  l a s t  
months  o f  he r  l i f e .  GG's mother and s i s t e r s  t o l d  me abou t  GG's r e l a ­
t i o n s h i p s  w i th  h e r  g randm others  and remembered GG's cou ra ge  and f o r ­
t i t u d e  w i t h  a deep s e n s e  o f  g r a t i t u d e  and p r i d e .
V a l e r i e  i s  GG's e l d e s t  s i s t e r  and t h e  f i r s t b o r n  o f  s i x  
c h i l d r e n .  I asked  V a l e r i e  in s e v e r a l  i n s t a n c e s  t h r o u g h o u t  ou r  i n t e r ­
v iew ,  t o  t a l k  abou t  how members o f  t h e  f a m i l y  viewed and t r e a t e d  GG in 
o r d e r  t o  d i s c e r n  how s u p p o r t i v e  t h i s  f a m i ly  was toward GG h e r s e l f  and 
tow ard  h e r  p a r e n t s .  V a l e r i e  r e c a l l e d :
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Oh, I c o u ld  always remember from t h e  t ime [GG] was a 
l i t t l e  g i r l  . . . she was always s p e c i a l  t o  [ p a t e r n a l ]
Grandma. Granny j u s t  a lways seemed t o  be ve ry  p r o t e c t i v e  of  
h e r .  . . . [ S ] h e  j u s t  had t h i s  s p e c i a l  t h i n g  abou t  GG and 
encouraged  h e r  t o  a c t  l i k e  anyone e l s e .  She always made he r  
f e e l  l i k e  she  c o u ld  do a n y t h i n g  she wanted t o ,  t h a t  she  was 
good a t  a l o t  o f  t h i n g s ,  and n e v e r  r e a l l y  t r e a t e d  he r  l i k e  
she was d i f f e r e n t ,  l i k e  she  was r e t a r d e d .  .  . . [S ]he  wanted 
h e r  t o  be h e r s e l f  and t o  be happy.
I n t e r v i e w e r :  Do you t h i n k  t h a t  your  g r a n d m o t h e r ' s  a t t i t u d e
toward  GG had any i n f l u e n c e  upon anybody e l s e  in t h e  f a m i ly ?
V a l e r i e :  Oh, y e s .  Maybe n o t  c o n s c i o u s l y ,  b u t  I t h i n k  we
a l l — I t h i n k  a l o t  of  i t  has  t o  do wi th  my p a r e n t s ,  
th o u g h ,  t o o .  GG was always i n c l u d e d  in e v e r y t h i n g  . . . from 
t h e  t ime  we were l i t t l e  k i d s .  . . .  I t h i n k  t h e  f i r s t  t im e  I 
r e a l l y  r e a l i z e d  t h a t  she was d i f f e r e n t  was when she had to  
go t o  Lacon ia  f o r  t r a i n i n g .  . . .  I t h o u g h t  more abou t  . . . 
how d i f f i c u l t  i t  was f o r  my m o th e r .  'Cause i t  was a t e r r i b l e  
t im e  f o r  my m o the r  and f a t h e r ,  when she was commit ted t o  
L a c on ia .  . . . They j u s t  d i d n ' t  want t o  l e a v e  h e r  t h e r e .  I 
remember them coming home. We d i d n ' t  go w i th  them. When 
t h e y  came home, my f a t h e r  and mother  were v e r y ,  ve ry  u p s e t .
My mother  s a i d  t h a t  Daddy c r i e d  in  t h e  c a r  on t h e  way 
home. . . .
I n t e r v i e w e r :  L e t ' s  see  now, who were t h e  r e l a t i v e s  t h a t
gave  he lp  a t  t h a t  t im e?
V a l e r i e :  I would say  my p a r e n t s  were p r e t t y  much on t h e i r
own. Of c o u r s e ,  my [ p a t e r n a l ]  g randmother  [who l i v e d  n e x t  
d o o r ]  and Don [u n m a r r i e d  b r o t h e r  o f  GG's f a t h e r ] — t h e y  had 
GG v i s i t  a l o t  and t h e y  were v e ry  i n t e r e s t e d  in how she  was 
do ing  and would w r i t e  t o  h e r  [ a t  Lacon ia  and a t  C ro tched  
M o u n ta in ] ,  . . .  Of c o u r s e ,  my m o t h e r ' s  m other  was a l i v e  
t h e n  . . . and my g r a n d f a t h e r .  They . . . were ve ry  
i n t e r e s t e d  in  how t h i n g s  were g o in g .
[ I  asked w h e th e r  V a l e r i e ,  as  t h e  o l d e s t  s i b l i n g ,  was 
burdened  w i th  t h e  c a re  o f  h e r  r e t a r d e d  s i s t e r . ]
V a l e r i e :  W el l ,  I was t h e  o l d e s t  so I go t  s t u c k  b a b y s i t t i n g
anyways when t h e r e  was any b a b y s i t t i n g .  But ,  s a y ,  t o  s t a y  
home f o r  GG, t h a t  w a s n ' t  i t ,  no .  When t h e y  were young enough 
t o  be b a b y s a t  and I was o l d  enough t o  do i t  t h e n  I was t h e  
one  e l e c t e d  t o  do i t .  . . . Being th e  o l d e s t  i s  j u s t  a f a c t  
o f  l i f e ,  [ c h u c k l e s . ]
S i s t e r s
Though my q u e s t i o n s  were d i r e c t e d  toward i n f o r m a t i o n  abou t  t h e
k in d s  o f  s u ppo r t  t h e  f a m i l y  r e c e i v e d  w i th  r e g a r d  t o  t h e i r  " d i s a b l e d ”
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d a u g h t e r ,  much of  what I was t o l d  was abou t  t h e  k inds  of  s u p p o r t  GG
h e r s e l f  was a b l e  t o  g ive  t o  h e r  f a m i l y .  I asked V a l e r i e  t o  t e l l  me
who were t h e  main s u p p o r t s  c u r r e n t l y  and she  t o l d  me t h e  f o l l o w i n g :
Well . .  . s h e ' s  p r e t t y  s e l f - s u f f i c i e n t  a t  t h i s  p o i n t .  . . .
I t  s t i l l  i s  always my p a r e n t s  [who have t a k e n  c a r e  o f  h e r ]  
f i n a n c i a l l y .  . . .  My husband  and I bought  he r  a p a i r  o f  
g l a s s e s  one  t ime bu t  t h a t  was because  she  was h e re  and had 
he lped  me o u t  and needed  a hundred d o l l a r s  f o r  g l a s s e s .  . . . 
She was h e r e ,  oh,  a good t h r e e  months .  . . .  I was in  t h e  
h o s p i t a l  f o r  3 1/2 weeks [ w i t h  back p r o b le m s ] .  And t h e n  I 
was home and c o u l d n ' t  do any housework.  She was h e r e .  She 
was o u t  o f  work and came down and took  r i g h t  o v e r .  My h u s ­
band and h e r  ge t  a long  f i n e .  So she d i d  okay .
[ I  asked  ab o u t  GG's e f f e c t s  upon f r i e n d s  and v i s i t o r s . ]
I a lw ays  though t  she  was an i n d i c a t i o n  o f  b o y f r i e n d s — 
you know, my husband— t h e  way t h e y  a c t e d  w i th  GG. All 
of  us g i r l s  have always t h o u g h t  t h a t .  . . . That  was 
t h e  k ind  o f  t i p o f f ,  i f  t h e y  were o f  good c h a r a c t e r — i f  
they  to o k  t o  GG r i g h t  away—you know, gave he r  a hug and 
a c te d  l i k e  she was j u s t  l i k e  anybody e l s e .
[ I n t e r v i e w e r :  I f  t h e y  were  k ind  to  h e r ,  t h e n  you knew?]
R i g h t ,  t h e n  we knew t h e y  were okay and t h a t ' s  t r u e  
' c a u s e  b o th  o u r —a l l  o f  t h e  i n - l a w s  a r e  t h e  same way.
They a l l  l o v e  GG and a re  good t o  h e r .
The Family and t h e  S t a t e
The q u e s t i o n  I am r a i s i n g  in t h i s  s e c t i o n  i s :  How w e l l
equipped i s  t h e  S t a t e  { i . e . ,  t h e  s e r v i c e  d e l i v e r y  sys tem )  t o  dea l  wi th  
t h e  kinds o f  problems  t h a t  a r i s e  in t h e  d a i l y  l i f e  o f  a m i l d l y  
r e t a r d e d  p e r s o n ,  such as GG? I f  n o r m a l i z a t i o n  g o a l s  a r e  t o  be met ,  
p rob lem s,  l i k e  t h e  ones t o  be d e s c r i b e d  h e r e ,  w i l l  indeed  a r i s e .  I am 
s u g g e s t i n g  t h a t  t h e  d i f f i c u l t i e s  and s u b t l e t i e s  o f  m a i n t a i n i n g  a 
b a la n c e  be tween  freedom and d i s c i p l i n e  c a n n o t  be as e a s i l y  
accompli shed  by S t a t e  p e r s o n n e l  as by members o f  a p e r s o n ' s  f a m i ly .
In  sum, I am s a y i n g  t h a t  t h e  g o a l s  o f  n o r m a l i z a t i o n  can b e s t  be met by
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a g r e a t  d e a l  o f  f a m i ly  invo lvement  and I am a s k in g  t h e  r e a d e r  t o  c o n ­
s i d e r  w h e t h e r  t h i s  i s  t r u e  in  l i g h t  o f  t h e  case  p r e s e n t e d  h e re .
Though GG is  s e l f - s u f f i c i e n t  and d e s c r i b e d  as  " f i e r c e l y  
i n d e p e n d e n t , "  t h e r e  r e m a i n s  c o n s i d e r a b l e  concern among fam i ly  members 
f o r  GG's need  f o r  c o n t i n u e d  guidance  and s o c i a l i z a t i o n .
A du l thood  c a r r i e s  w i th  1t o u tw a rd  t r a p p i n g s  t h a t  are  m i s t a k e n l y  
e q u a te d  w i t h  m a t u r i t y  w h ich  a re  o f t e n  embraced by t h e  na ive  and u n t u ­
t o r e d .  Anxious t o  " p a s s , "  GG has been v u l n e r a b l e  t o  people  who would 
t a k e  a d v a n t a g e  of  h e r .  "She f e l l  i n t o  t h e  wrong c ro w d ,"  he r  s i s t e r s  
t o l d  me. GG's younger  s i s t e r ,  Corey,  r e c a l l e d  w i t h  good humor, an 
i n c i d e n t  which  b r ings  t o  l i g h t  GG's e v e r - p r e s e n t  need f o r  g u id a n c e .
Having  r e l o c a t e d  t o  a h igher  m a n a g e r i a l  p o s i t i o n  in M a n c h e s t e r ,
and hav ing  been r e c e n t l y  d i v o r c e d ,  Corey  Lawson became GG's roommate
a t  the  n u r s i n g  home, w here  GG l i v e d  and worked. Corey was then  a b l e
t o  o b s e rv e  more c l o s e l y  t h e  c o m p l i c a t i o n s  of  GG's f r i e n d s h i p s .
A r r i v i n g  home befo re  GG one day, Corey n o t i c e d  a b i l l  from
V i s a / M a s t e r c a r d  a d d r e s s e d  t o  her  s i s t e r .
Corey:  I found a M a s t e r c a r d  b i l l  i n  t h e  mail a d d re s s e d
t o  h e r  and  I opened i t  which I n o r m a l l y  would n o t  have 
done ,  e x c e p t  t h a t  I knew t h a t  t h i s  was s e r i o u s  b u s i ­
n e s s .  . . She had $800  worth o f  b i l l s  racked  up on 
i t !  . .  . And I s a i d ,  "How d id  you ge t  t h i s  c a r d ? "  She
s a i d ,  " I  went down and  they  gave i t  t o  me." Because  in 
h e r  m in d ,  t h a t ' s  how e a s y  i t  was .  And a f t e r  t a l k i n g  
w i th  t h e  bank,  1t  was j u s t  abou t  t h a t  easy!
I e x p l a i n e d  t o  t h e  c r e d i t  m a n a g e r ,  " I  d o n ' t  know 
how s h e  g o t  t h i s  c a r d .  The on ly  t h i n g  t h a t ' s  h e r  
w r i t i n g  on t h i s  a p p l i c a t i o n  i s  h e r  s i g n a t u r e . "  And he 
s a i d ,  " W e l l ,  a l o t  o f  peop le  d o n ' t  w r i t e  t h a t  w e l l  and 
t h e y  h a v e  t h e  g i r l s  make them o u t .  . . . "  I [ a s k e d ] ,
"What d i d  you use f o r  c r e d i t  r e f e r e n c e s ? "  And t h e y  had 
used  a  c o r n e r  m arke t  t h a t  she had used to  c h a r g e  s t u f f  
a t .  And I j u s t  l o o k e d  a t  him and s a i d ,  " T h a t ' s  a l l  1t 
t a k e s ? "  And he s a i d ,  "Wel l ,  s h e ' s  been a t  h e r  j o b  f o r
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seven y e a r s . "  . . .  I s a i d  " T h a t ' s  enough? . . . [Y]ou 
work a t  a j o b  where . . . you p robab ly  make j u s t  t h e  
c o s t  o f  l i v i n g  i n c r e a s e  e v e r y  y e a r  f o r  a pay  r a i s e  and 
you have [ c r e d i t  a t ]  a c o r n e r  marke t  t h a t  p r o b a b l y  keeps 
t h e i r  a c c o u n t s  on t h e  back o f  a brown p a p e r  bag and you 
t a k e  t h a t  a s  . . .  someone who i s  good t o  d i s h  ou t  a 
c r e d i t  c a r d  t o .  . . . I ' l l  be in  touch  w i t h  you .  In 
t h e  meant im e,  d o n ' t  g i v e  h e r  a loan  o r  a n y t h i n g . "
Corey c o n c lu d e d  t h a t  GG's " f r i e n d s "  had "he lp e d "  GG e n j o y  her  
M a s t e r c a r d  p r i v i l e g e s  because  most  o f  the  b i l l s  were from r e s t a u r a n t s  
and b a r s .  The Lawsons '  m ajo r  c r i t i c i s m  of  t h e  s e r v i c e  d e l i v e r y  system 
c o u l d  be summarized as "a  l a c k  o f  f o l l o w - u p  c a r e . "  Mrs. Lawson com­
p l a i n e d ,  " th e  c a s e  management sys tem dropped h e r  a t  age 18.  She had a 
l o t  o f  s o c i a l  prob lems t h a t  she needed gu idance  o n .  She r e c e i v e d  no
a i d  from anybody a f t e r  she l e f t  LSS."
The D e i n s t i t u t i o n a l i z a t i o n - C o m m u n i t i z a t i o n  Gap
I t  i s  g e n e r a l l y  acknowledged t h a t  d e i n s t i t u t i o n a l i z a t i o n  has 
been  s u c c e s s f u l  in  r e d u c i n g  t h e  p o p u l a t i o n s  o f  l a r g e  i n s t i t u t i o n s  
( e . g . ,  Conroy, 1 9 8 5 ) .  The problem l i e s  in t h e  f a c t  t h a t  o n l y  h a l f  t h e
b a t t l e  i s  won. One c a nno t  s im p ly  have a goal  o f  g e t t i n g  away from a
n o x i o u s  s i t u a t i o n ;  one must  a l s o  have a goal  to w a rd  a more f a v o r a b l e  
s i t u a t i o n .  In t h i s  c a s e ,  t h e  t w o f o ld  goal i s  t o  l e a v e  beh ind  t h e  
i s o l a t e d  l i f e  i n  a t o t a l  i n s t i t u t i o n  and move tow ard  a l i f e  i n  t h e  
community.  O f t e n  t o  r e a c h  t h i s  g o a l ,  i n t e r m e d i a t e  s t e p s  o f  t r a i n i n g  
and s u p e r v i s i o n  a r e  r e q u i r e d  t o  make t h e  smooth t r a n s i t i o n .  The c h i e f  
c o m p l a i n t  of  GG's f a m i l y  was t h a t  t h e r e  was,  and c o n t i n u e s  t o  b e ,  a 
gap between d e i n s t l t u t i o n a l i z a t i o n  and c o m m u n i t i z a t i o n .
In h i n d s i g h t ,  a f t e r  t h e  t r a u m a t i c  e v e n t s  o f  GG's p regna nc y  and 
t h e  r e s u l t i n g  a d o p t i o n  and s u b s e q u e n t  s t e r i l i z a t i o n  t o  which GG a g re e d ,  
Mrs .  Lawson "went  t o  e v e ry  agency .  I 'm so d i s g u s t e d  wi th  o u r  r e g i o n .
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They a re  w o r t h l e s s .  They need more h a l f - w a y  houses  where t h e y  have 
someone t h e y  can t u r n  t o . "  GG's mother  was r e f e r r i n g  t o  h e r  own t i r e ­
l e s s  e f f o r t s  t o  f i n d  GG a n o th e r  j o b  where she would be s a f e  as  we l l  as 
s e l f - s u p p o r t i n g  and p r o d u c t i v e .  She found  t h e  p rep  schoo l  th rough  h e r  
own r e s e a r c h .
The f a m i l y  i s  d e l i g h t e d  w i th  GG's new j o b  a t  t h e  p rep  s c h o o l .  
Knowing t h a t  t h e  s c h o o l m a s t e r  has h i r e d  o t h e r  e x - r e s i d e n t s  o f  Lacon ia  
S t a t e  S c h o o l ,  a s s u r e s  t h e  Lawsons t h a t  GG w i l l  be given  p a t i e n t  
u n d e r s t a n d i n g .  However, t h e r e  a r e  s t i l l  m ajo r  c oncerns  t h a t  seem t o  
be n e g l e c t e d  by th e  s e r v i c e  d e l i v e r y  s y s te m .
Mr. and Mrs. Lawson have had t o  b e a r  a l l  GG's e xpe nse s  when GG 
l e f t  t h e  n u r s i n g  home. During t h a t  t i m e ,  t h e y  pi cked  up he r  medical  
t r e a t m e n t s ,  d e n t a l  b i l l s ,  g l a s s e s  and i n s u r a n c e ,  and f o u g h t  t h e  bank 
o v e r  t h e  c r e d i t  c a rd  i n c i d e n t .  They do no t  b e l i e v e  c a s e  workers  a r e  
c o m p e te n t ,  nor  a r e  t h e  Lawsons o p t i m i s t i c  w i th  r e g a r d  t o  t h e  fun d in g  
o f  community programs.  They complain t h a t  t h e r e  i s  no group home in 
t h e  town where t h e y  l i v e ,  so when GG l e f t  t h e  n u r s i n g  home, she had t o  
r e t u r n  home r a t h e r  than  l i v e  s e m i - i n d e p e n d e n t l y  w h i l e  between j o b s .
As d e m o n s t r a t e d  in Chap te r  4 ,  among a l l  t h e  f a m i l i e s  o f  depen­
d e n t  a d u l t  c h i l d r e n ,  t h e r e  i s  a concern  f o r  t h e i r  w e l f a r e  once t h e
p a r e n t s  d i e .  The Lawsons a r e  no e x c e p t i o n .
V a l e r i e :  My mother  and I t a l k  abou t  GG a l o t ,  be c ause  my
m othe r  w o r r i e s  abou t  when th e y  d i e  w h a t ' s  go ing  t o  happen t o
GG. 'C ou r se  I have r e a s s u r e d  h e r  t h a t  I would be h e r e  t o
o v e r s e e  h e r ,  h e lp  h e r  o u t .  But I t h i n k  t h a t  .  . . w e  f e e l
t h a t  t h e r e ' s  been some r e g r e s s i o n  on GG's p a r t  because  o f
d i f f e r e n t  e v e n t s  In h e r  l i f e  and s t u f f .
V a l e r i e  had a l r e a d y  d e s c r i b e d  what  she  meant  by " s t u f f , "  when 
s h e  t o l d  me abou t  some p a r t i c u l a r  d i f f i c u l t i e s  GG s t i l l  h a s ,  a r e a s
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r e q u i r i n g  f u r t h e r  s o c i a l i z a t i o n ,  t h a t  t h e  f a m i l y  seems t o  have some
r e l u c t a n c e  in a d d r e s s i n g .
Her hyg iene  was one t h i n g  she had t r o u b l e  w i t h ;  she had 
t o  be reminded o f  t h a t .  . . . You had t o  make s u r e  t h a t  
s he  was s a f e .  . . . Now I n o t i c e  as  she g e t s  o l d e r  i t ' s  
more n o t i c e a b l e  now— t o  me i t  i s .  She r e g r e s s e s  more.
I n t e r v i e w e r :  You t h i n k  i t ' s  because  y o u ' r e  s t i l l
m a t u r i n g  and s h e ' s  n o t ,  maybe?
V a l e r i e :  Tha t  c o u ld  be .  You beg in  t o  s e e  t h a t  you have
y o u r  own l i f e  and y o u r  c h i l d r e n  and she s t i l l  i s  k inda  
where she was.  . . .  Tha t  may be p a r t  o f  i t .  . . . She 
w an t s  t o  be h e r  own p e r s o n .  But a t  t h e  same t im e  she  
can do t h i n g s  t h a t  can r e a l l y  be u p s e t t i n g  t o  you .  For 
one t h i n g  she d i s t o r t s  t h e  t r u t h  t e r r i b l y .  . . . And 
a n o t h e r  t h i n g  i s  t h a t  she  i s  ve ry  nosey .  S h e ' s  r i g h t
t h e r e  a l l  t h e  t im e .  . . .
When she was s t a y i n g  h e r e ,  she was coming down in 
t h e  morning and t e l l i n g  John [ h u sb a n d ]  t h a t  she  knew 
t h a t  we had . . . you know . . . .  Oh, wel l  [ s m i l e s ]  
you know and make a l i t t l e  comment. And my husband 
would g e t  b e e t  r e d .  I t ' s  t h e  kind  o f  t h i n g  she p i c k s
r i g h t  up on ,  but  she says  i t  r i g h t  o u t ,  y a  know? So
y o u ' r e  em ba r ra s se d  and you s a y ,  "Now GG" and you k in d a
k i d  i t  o f f  bu t  i f  you l i v e  w i th  i t  long  enough l i k e
t h a t - -
T h i s  f a m i l y ' s  c h i e f  c o m p l a in t  i s  t h a t  c u r r e n t l y ,  GG has no p e r ­
son in  t h e  s e r v i c e  d e l i v e r y  sys tem who i s  o v e r s e e i n g  GG's s i t u a t i o n .  
They compla in  t h a t  1) GG r e c e i v e d  no f o l l o w - u p  c a r e  from t h e  i n s t i t u ­
t i o n .  At t h e  t ime  GG l e f t  LSS, t h e r e  was a program n o m in a l ly  s e t  up 
t o  t a k e  c a r e  o f  f o l l o w - u p ,  bu t  t h i s  f a m i l y  r e p o r t s  t h e y  were not  
he lp e d  by t h i s  " supposed"  program. They f u r t h e r  com pla in ed :  2) The
c a s e  management sys tem was n o t  a b l e  t o  h e l p  f i n d  employment  f o r  GG,
t h e  way Cro tched  Mountain d i d ;  and 3)  t h a t  t h e r e  i s  no group home
a v a i l a b l e  f o r  GG w i th  a h o u s e p a r e n t  who can make s u r e  GG keeps t r a c k  
o f  h e r  paychecks  and makes f r i e n d s  a p p r o p r i a t e l y .
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GG's s i s t e r ,  Corey ,  summarized t h e  f a m i l y ' s  a s se s s m e n t  o f  GG's 
c u r r e n t  needs t h i s  way:
The u l t i m a t e ,  d e lu x e  s i t u a t i o n  would be t h a t  she cou ld  
l i v e  a lone  o r  . . . w i th  . . . o t h e r  i n d i v i d u a l s  a l o t  
l i k e  h e r s e l f  and have someone t h a t  . . . t h a t  could 
check in  on h e r  p e r i o d i c a l l y .  Somebody t h a t  she would 
t r u s t  t o  t a l k  t o  . . . somebody t h a t  would make s u r e  
t h a t  she was g e t t i n g  a lo ng  w e l l  f i n a n c i a l l y .  See ,  t h e  
t h i n g  i s  w i th  GG i s  t h a t — t h a t  sounds l i k e  i t ' s  . . . 
i t ' s  . . .  In  some ways,  i t  m igh t  sound l i k e  i t ' s  a 
s h u c k o f f  t o  somebody e l s e — l e t  somebody e l s e  worry abou t  
[ h e r ] — but  GG, I t h i n k ,  g e t s  r e s e n t f u l  w i th  us as a 
f a m i l y  because  she  t h i n k s  w e ' r e  i n t e r f e r i n g  . . .  so i f  
she  had an i m p a r t i a l  t y p e  o f  pe rson  . . .  a mature  p e r ­
son . . .
Here we see  a di lemma.  The p r i n c i p l e  o f  match ing  s t a t e s  t h a t
t a s k s  t h a t  r e q u i r e  l o n g - t e r m  commitment a r e  i d i o s y n c r a t i c  and a re  b e s t
h a n d le d  by p r im a ry  g r o u p s .  The q u e s t i o n  t h a t  t h i s  s i t u a t i o n  p r e s e n t s
i s :  Would a p r a c t i t i o n e r ,  g e n e r a l l y  t r a i n e d  t o  be n o n - ju d g m e n ta l ,
e x e r c i s e  t h e  k ind o f  a u t h o r i t y  t h a t  Corey assumes? In t h e  nex t
b r e a t h ,  Corey d e m o n s t r a t e s  h e r  un ique  p o s i t i o n  as a f a m i l y  member t o
d e a l  w i th  he r  s i s t e r ' s  s i t u a t i o n .
She might  say  t h a t  when she was [ l i v i n g  in  t h e  o t h e r  
town,  i n  t h e  n u r s i n g  home] r u n n in g  w i th  a l o o s e  crowd,  
t h a t  she was happy,  but  she w a s n ' t .  You know, I cou ld  
t e l l  t h a t .  The re  was som e th ing  in h e r  v o i c e ,  in t h e  way 
she  a c t e d .  She j u s t  w a s n ' t  happy.  And now she i s .
S h e ' s  go t  a l i f e .  S h e ' s  g o t  someth ing  she  can t a l k  
a b o u t .  S h e ' s  s a v i n g  money. She j u s t  f e e l s  a l o t  b e t t e r  
a b o u t  h e r s e l f  and t h a t ' s  r e a l l y  i m p o r t a n t .  And I d o n ' t  
t h i n k  she s h o u ld  be s h u n te d  away t o  some c o r n e r  o f  t h e
w o r ld  where you p u t  t h e s e  p e o p le  t o g e t h e r .
Corey s t a t e s ,  " I  c o u ld  t e l l  . . . t h e r e  was someth ing  in  he r
v o i c e ,  in t h e  way she  a c t e d . "  I t  i s  t h i s  k in d  o f  d a t a  which comes
from a l o n g - t e rm  r e l a t i o n s h i p  and which c a n n o t  e a s i l y  be comprehended 
by p r o f e s s i o n a l  i n t e r v e n t i o n ;  t h i s  k ind  o f  i n t e r v e n t i o n  a l s o  c a nno t  be 
e a s i l y  r o u t i n i z e d .
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The p r i n c i p l e  o f  n o r m a l i z a t i o n  wears t h i n  a t  the  p o i n t  where 
p e r s o n a l  moral d e c i s i o n s  need t o  be made. S i n c e  t h e  S t a t e  i s  no t  in 
t h e  b u s in e s s  o f  l e g i s l a t i n g  m o r a l i t y ,  i t  i s  d i f f i c u l t  t o  f o r m u l a t e  
p o l i c y  in  which s e r v i c e  p r o v i d e r s  can make c h o i c e s  f o r  t h e i r  c l i e n t s  
w i t h  r e g a r d  t o  t h e i r  f r i e n d s  and companions,  even  i f  t h e y  have  s t r o n g  
p e r s o n a l  o p i n i o n s .  For example,  would a s e r v i c e  p r o v id e r  have  th e  
r i g h t  t o  d i c t a t e  t o  GG with whom she should  spe nd  he r  t im e?  Corey 
made a  c o n t r o l l i n g  move t h a t  was t a c t i c a l l y  e x p e d i e n t  and e f f i c i e n t .
As Caplan (1976)  h a s  p o in te d  o u t ,  f a m i l i e s  a r e  judgmental  and t h e r e b y  
e x e r c i s e  s o c i a l  c o n t r o l .  However , GG's f a m i l y  i s  am biva len t  about  
t h e i r  r o l e  wi th  r e g a r d  to  GG's s e xua l  a c t i v i t y .  Should t h e y  t r y  to  
i n f l u e n c e  GG w i th  r e g a r d  t o  f u r t h e r  sex e d u c a t i o n  or  i s  t h e r e  some 
p r o f e s s i o n a l  who can t a k e  ove r  f o r  them? Though g r a d u a l l y  s c h o o l s  are 
t a k i n g  over  t h i s  f u n c t i o n  ( f o r  good or  i l l  i s  an e m p i r i c a l  q u e s t i o n ) ,  
p a r e n t s  are  s t i l l  t h e  r o l e  models  f o r  t h e i r  c h i l d r e n .  Th is  i s  a gray  
a r e a  and the  prob lem o f  s e x u a l i t y  among d e v e lo p m e n t a l l y  d i s a b l e d  
p e o p l e  i s  u n r e s o l v e d .  This i s  o n l y  an example o f  the  l a r g e r  problem 
o f  d e f i n i t i o n  o f  what  l a r g e  o r g a n i z a t i o n s  a r e  equ ip ped  t o  h a n d l e .
Both f a m i l i e s  and p r o f e s s i o n a l s  need t o  know th e  l i m i t s  o f  the  
s e r v i c e  d e l i v e r y  s y s te m  in o r d e r  t o  b e t t e r  d e f i n e  t h e i r  r e s p e c t i v e  
r o l e s  toward each  o t h e r  and w i th  r e g a r d  to  d e p e n d e n t  p e r s o n s .  The 
u n d e r s t a n d i n g  o f  t h e  p r i n c i p l e  o f  match ing  w i l l  c o n t r i b u t e  g r e a t l y  to  
t h e  development  o f  s h a r e d  r e s p o n s i b i l i t y .
D i s c u s s i o n
All  t h e  c a s e  s t u d i e s  p r e s e n t e d  in t h i s  c h a p t e r  i l l u s t r a t e  the  
v a r i o u s  types  o f  r e l a t i o n s h i p s  hand ic apped  f a m i l i e s  can have w i t h  the  
S t a t e .  The B ona v e n tu re s  i l l u s t r a t e  how s h a r e d  r e s p o n s i b i l i t y  can work.
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Les* f a m i l y  i l l u s t r a t e s  how a l a c k  o f  ca se  f i n d i n g  on the  p a r t  o f  the  
community s e r v i c e  d e l i v e r y  system and t h e  l ack  o f  fo l l o w - u p  from th e  
i n s t i t u t i o n ,  in i n t e r a c t i o n  wi th  a l a c k  o f  k in  s u p p o r t ,  r e s u l t  in  no 
invo lv e m e n t  on t h e  p a r t  o f  t h e  S t a t e .  GG's f a m i l y  i l l u s t r a t e s  t h e  
need t o  b e t t e r  d e f i n e  what t h e  S t a t e  can h a n d l e ,  what  i t  c a n n o t  
h a n d l e ,  and what i s  b e s t  l e f t  t o  f a m i l i e s .
These c a se  s t u d i e s  i l l u s t r a t e  t h e  s e v e r a l  c h a r a c t e r i s t i c s  and 
p r o c e s s e s  which d e t e r m i n e  th e  amount  and type  o f  k in  invo lvement  in 
t h e  c a r e  o f  d e v e l o p m e n t a l l y  d i s a b l e d  c h i l d r e n :  The r o l e  of  women, the
deve lo pm en ta l  s t a g e s  o f  n u c l e a r  f a m i l i e s  in t h e  ne tw ork ,  L i t w a k ' s  
p r i n c i p l e  of  m a t c h i n g ,  and how f a m i l i e s  and p r o f e s s i o n a l s  can p o t e n ­
t i a l l y  enhance one a n o t h e r ' s  r o l e s .  These i s s u e s  w i l l  be d i s c u s s e d  in 
r e l a t i o n  t o  v a r i o u s  r e l a t i v e s  who a r e  p o t e n t i a l  h e l p e r s  in t h e  
n e tw ork .
Grandmothers
A n t h r o p o l o g i s t s  have o b s e rv e d  t h a t  t h e  m o t h e r - c h i l d  dyad i s  the  
fundam en ta l  u n i t  o f  c u l t u r e  (Fox, 1 9 6 7 ) .  That  t h e r e  i s  a 
" m a t r i l a t e r a l  b i a s "  (Yanag isako ,  1977)  among k in  i n  American 
i n d u s t r i a l  s o c i e t y ,  t h e r e  i s  no d o u b t  (Komarovsky,  1962,  Rubin ,  1976; 
L i tw a k ,  1985) .  Not o n l y  does t h i s  b i a s  app ly  t o  women, but  i t  a p p l i e s  
t o  t h e i r  husbands as  w e l l .  Husbands a r e  more l i k e l y  t o  spend t im e  
w i th  t h e i r  i n - l a w s ,  f a t h e r s -  and b r o t h e r s - i n - l a w ,  t h a n  t h e i r  own 
f a t h e r s  and b r o t h e r s .
Yanagisako (1 9 7 7 )  has made some i n t e r e s t i n g  arguments  as  t o  why 
t h i s  i s  s o .  She g i v e s  fo u r  r e a s o n s :  1) t h e r e  i s  a d e c l i n e  o f  f a m i l y -  
based  e n t r e p r e n e u r i a l  e n t e r p r i s e s ;  2)  f a m i l i e s  l i v e  in  n u c l e a r  u n i t s  
and n e o l o c a l l y ;  3)  men,  in t h i s  n u c l e a r  a r r a n g e m e n t ,  a re  i n h i b i t e d
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from b u i l d i n g  t i e s  be c ause  t h e  new norms d i c t a t e  t h a t  t h e y  must  now be 
i n d e p e n d e n t  of  t h e i r  f a m i l i e s  o f  o r i g i n  in  o r d e r  t o  d e m o n s t r a t e  t h e i r  
a b i l i t y  t o  f u n c t i o n  in  t h e  b rea d w in n e r  r o l e ;  and 4) women a re  ( s i c )  
l e f t  t o  m a i n t a i n  t h e  f a m i ly  c o n n e c t i o n s .
Komarovsky p o i n t s  ou t  t h a t  t h e r e  i s  a s t a t e d  c u l t u r a l  b e l i e f  
t h a t  t i e s  a r e  b i l a t e r a l ,  bu t  f a m i l i e s  a l s o  ho ld  a norm o f  m a t r i l a t e r a l  
b i a s  t h a t  i s  p r a c t i c e d .  Husbands ,  in  h e r  s t u d y ,  s t a t e d  i t  was 
" n a t u r a l  t o  go w i t h  t h e  w i f e ' s  f a m i l y "  ( 1 9 6 2 :2 4 6 ) .  However, t h i s  b i a s  
has i t s  l i m i t s .  B o t t ,  in  h e r  r e v i e w  o f  h e r  work (1 9 7 1 ) ,  n o t e s  B e l l ' s  
f i n d i n g  t h a t  f i n a n c i a l  a id f lo w s  from f a t h e r s - i n - l a w  and f a t h e r s  t o  
sons and s o n s - i n - l a w .  Bot t  s u g g e s t s  t h a t ,  "Perhaps  women a r r a n g e  t h e  
v i s i t s  and c e r t a i n  minor  t y p e s  o f  mutual  a i d ,  bu t  when l a r g e  sums of  
money a r e  i n v o l v e d ,  t h e  men t a k e  ov e r"  ( 1 9 7 1 :2 6 1 ) .  She f u r t h e r  o b s e r ­
ves t h a t  " g i f t s  a r e  asked f o r  and g i v e n ,  however ,  w i th  g r e a t  s u b t l e t y  
so as  n o t  t o  i n f r i n g e  upon t h e  i d e o l o g y  o f  independence  f o r  each e l e ­
m en ta ry  f a m i ly "  ( I b i d . ) .  In t h i s  p r e s e n t  s t u d y ,  we obse rved  t h i s  phe­
nomenon in  t h e  B onaven tu re  f a m i l y .  The p a t e r n a l  g randm other  w h ispe re d  
t h a t  s h e  and he r  husband p ro v id e d  money t o  t h e i r  son f o r  t h e i r  g r a n d ­
d a u g h t e r ' s  s u r g e r y .  The w h i s p e r  was e v id e n c e  o f  t h e  need to  p r e s e r v e  
t h e  i d e o l o g y  of  in d e p e n d e n c e .
I n  t h i s  s t u d y  we f i n d  t h a t  g randm others  s t a t e d  t h a t  t h e i r  
i n v o lv e m e n t  t ended  t o  be most  a c t i v e  in  t h e  c h i l d ' s  e a r l y  y e a r s .
These f i n d i n g s  c o r r o b o r a t e  t h o s e  o f  Komarovsky (1962)  a nd ,  more 
c u r r e n t l y ,  t h e  f i n d i n g s  of  Sonnek (1986 ) .  G e n e r a l l y ,  g r andm othe r s  a r e  
more l i k e l y  t o  have  rea c h e d  t h e  s t a g e  In t h e  deve lo pm en ta l  c y c l e  where 
t h e i r  own c h i l d r e n  a r e  I n d e p e n d e n t ,  y e t  t h e y  a r e  young enough t o  e n j o y  
t h e i r  g r a n d c h i l d r e n .  However, we s e e  t h a t  when th e y  s t i l l  have t h e i r
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own young c h i l d r e n  t o  c a r e  f o r ,  t h e i r  invo lv emen t  w i l l  be a t t e n u a t e d .
When i t  comes t o  a c t u a l  exchange o f  goods and s e r v i c e s ,  we can 
e x p e c t  t h a t  m a te rn a l  g randmothers  a r e  more l i k e l y  t o  p ro v id e  
a s s i s t a n c e  than  p a t e r n a l  g r an d m o th e r s .  At t h e  o u t s e t ,  we saw t h a t  
among S t a y e r s '  f a m i l i e s  p a t e r n a l  g r a n d p a r e n t s  were abou t  as e q u a l l y  
c i t e d  as  s u p p o r t i v e  as m a te rna l  g r a n d p a r e n t s .  There  a r e  a c oup le  o f  
e x p l a n a t i o n s  t h a t  may be t e n a b l e .  F i r s t ,  because  most  o f  t h e  S t a y e r s  
were s t i l l  in t h e  i n s t i t u t i o n  a t  t h e  t ime  o f  t h e  i n t e r v i e w ,  i t  may be 
t h a t  t h e  mothers  were r e f e r r i n g  t o  s o c i a l  s u p p o r t  in t h e  main.
Second,  as  we l e a r n e d  in  Chapter  3 t h e s e  f a m i l i e s  were g e n e r a l l y  o f  a 
h i g h e r  soc ioeconomic  s t a t u s .  Where s o c i a l  m o b i l i t y  i s  h i g h l y  v a lu e d ,  
t h e r e  i s  a g r e a t e r  conc e rn  f o r  t h e  o t h e r  s i b l i n g s '  c a r e e r  deve lo pm en t ,  
n o t  t o  ment ion  t h a t  o f  t h e  f a t h e r .  Where t h e r e  i s  g r e a t e r  e x p e c t a t i o n  
f o r  t h e  f a t h e r  t o  s u c c e e d ,  h i s  p a r e n t s  may have more c o n t a c t  w i th  h i s  
f a m i l y  (Kennedy and S t o k e s ,  1982) .
Aunts and Uncles
Aunts  and u n c l e s  may be a b l e  t o  p r o v id e  o c c a s i o n a l  r e s p i t e ,  as 
we saw in t h e  c a se  o f  C h e r y l ,  m a in ly  because  t h e y  were t e e n a g e r s  a t  t h e  
t ime  b a b y s i t t i n g  was needed .  More u s u a l l y ,  however ,  t h e y  a r e  f o und ing  
t h e i r  own f a m i l i e s  and so a r e  l e s s  a b l e  t o  a s s i s t .  In L e s '  f a m i l y ,  
t h e  two u n c l e s  i n t e r v i e w e d  were viewed as  "making t h i n g s  worse"  by 
L e s '  m o th e r .  S ince  c a r e g i v i n g  i s  a  f em a le  r o l e ,  f o r  s i s t e r s - i n - l a w  t o  
p r o v id e  r e s p i t e  o r  o t h e r  h e l p s ,  a good r e l a t i o n s h i p  w i t h  o n e ' s  b r o t h e r  
would be n e c e s s a r y  bu t  no t  s u f f i c i e n t .  The one b r o t h e r  whom Marian 
f e l t  she  c ou ld  draw upon would have p r o v id e d  c a r e t a k i n g  t h ro u g h  h i s  
d a u g h t e r .  Th i s  i s  no t  t o  say  t h a t  b r o t h e r s  a r e  no t  a b l e  t o  be s o c i a l
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s u p p o r t s .  I t  i s  a m a t t e r  o f  e m p i r i c a l  i n v e s t i g a t i o n  t o  d i s c o v e r  when 
b r o t h e r s  do become I n v o lv e d ,  s i n c e  g e n e r a l l y  t h e i r  p r o v i d e r  r o l e  in 
t h e i r  own n u c l e a r  f a m i l i e s  would c o n f l i c t  wi th  g i v in g  d i r e c t  s e r v i c e s ,  
b u t  no t  m one ta ry  a i d  o r  s u p p o r t  t h ro u g h  t h e i r  w iv e s .  We saw, in L e s 1 
c a s e ,  t h a t  t h e r e  were t o o  many f a c t o r s  working a g a i n s t  h i s  u n c l e s '  
s u p p o r t .  In B o t t ' s  t e r m s ,  t h e r e  was a l a c k  o f  c o n n e c t e d n e s s  among k in  
( i . e . ,  communicaton among t h e  r e s t  o f  t h e  network and not  j u s t  wi th  
t h e  f o c a l  f a m i l y ) .  V i s i t s  were r e l e g a t e d  t o  a few o c c a s i o n s  in  t h e  
y e a r  and c e n t e r e d  around t h e  m a te rna l  g randm other .
S i s t e r s
S i s t e r s ,  e s p e c i a l l y  o l d e r  s i s t e r s ,  a re  most  e a s i l y  c o -o p te d  
i n t o  t h e  s u r r o g a t e  p a r e n t  r o l e  on a r o u t i n e  b a s i s . s i n c e  t h e y  l i v e  in 
t h e  househo ld  and because  t h e y  a re  in t r a i n i n g  f o r  t h e  c a r e t a k e r  r o l e .  
There  i s  some e v id e n c e  t h a t  e l d e s t  s i s t e r s  a re  a t  r i s k  f o r  poor  
p s y c h o l o g i c a l  a d ju s t m e n t  i f  ove rbu rde ne d  by t h e  c a r e t a k e r  r o l e  
( F e a t h e r s t o n e ,  1980;  Mori ,  1983 ) .  In one f a m i l y  I i n t e r v i e w e d  a t  
l e n g t h ,  an e l d e s t  s i s t e r  o f  s i x  c h i l d r e n ,  t h e  l a s t  two o f  whom a re  
s e v e r e l y  r e t a r d e d ,  d e s c r i b e d  h e r  l i f e  f r o u g h t  w i th  g r e a t  concern f o r  
h e r  s i b l i n g s ,  t h e i r . p l a c e m e n t  and t r e a t m e n t .  Th is  woman was in g r e a t  
tu r m o i l  because  she  was no t  a b l e  t o  d e v e lo p  he r  own c a r e e r .  Every 
c r i s i s  ha v ing  t o  do w i th  h e r  hand ic a ppe d  s i s t e r s  d i c t a t e d  h e r  t u r n i n g  
away from h e r  own deve lo pm en ta l  i s s u e s .
GG's f a m i l y  i s  an i l l u s t r a t i o n  o f  how p o s i t i v e  s u p p o r t  f rom 
g r a n d p a r e n t s ,  s i b l i n g s ,  and good s e r v i c e s  d u r in g  h e r  e a r l y  y e a r s ,  as  
we l l  as an o p t i m i s t i c  d e f i n i t i o n  o f  t h e  s i t u a t i o n ,  p r o v id e d  a h e a l t h y  
a tm osphe re  in  which f a m i l y  members s h a r e d  r e s p o n s i b i l i t y  f o r  GG, so
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t h a t  t h e  e l d e s t  s i s t e r  was no t  o v e rb u r d e n e d .  The e l d e s t  s i s t e r  
l e a r n e d  e a r l y  in l i f e  t o  a p p r e c i a t e  t h e  u n iq u e n e s s  o f  h e r  s p e c i a l  
s i s t e r  and took in  s t r i d e  t h e  f a c t  t h a t ,  as  t h e  e l d e s t ,  she would be 
t h e  b a b y s i t t e r .  The y o u n g e r  s i s t e r ,  t o o ,  though q u i t e  busy w i th  he r  
c a r e e r ,  and he r  own p e r s o n a l  d i f f i c u l t i e s ,  was a b le  t o  p r o v id e  
gu idance  when GG needed i t  m os t .  Of c o u r s e  i t  w i l l  be remembered t h a t  
GG's d i s a b i l i t i e s  a r e  m i l d .  T u r n b u l l ,  e t .  a l . ,  (1985) have s t r o n g l y  
a d v i s e d  t h a t  d i f f e r e n c e s  between l e v e l s  o f  r e t a r d a t i o n  must  no t  be 
o v e r l o o k e d .  Each l e v e l  b r i n g s  wi th  i t  un ique  c h a l l e n g e s  and d i f ­
f i c u l t i e s  and the  d e g re e  o f  t h e  d i s a b i l i t y  c a l l s  f o r  d i f f e r e n t  s e t s  
and amounts o f  r e s o u r c e s .  These d i f f e r e n c e s ,  however ,  s h o u ld  not  
overshadow t h e  f a c t  t h a t  s i m i l a r i t i e s  ou twe igh  t h e  d i f f e r e n c e s .
F a t h e r s
The r o l e  of  f a t h e r s  may be t y p i f i e d  by GG's s i s t e r  V a l e r i e ' s  
o b s e r v a t i o n :
My m o t h e r ' s  r e a l l y  been t h e  one w h o ' s  hand led  a l l  t h i s ,  t o o .
My D a d ' s  no t  r e a l l y  a b i g  s u p p o r t  sys tem  in t h a t  he neve r  
has  been with GG. H e ' s  a good man and I know he l o v e s  h e r .
H e 's  a p r o v i d e r ,  bu t  h e ' s  neve r  been one t o  h e lp  my mother  
g e t  t h r o u g h  a l l  o f  t h i s ,  and do a l l  t h i s .  He 's  n o t  t h a t  
t y p e  o f  pe rson .
N e v e r t h e l e s s ,  t h e  p r o v i d e r  r o l e  c a n n o t  be u n d e r e s t i m a t e d .
Penny B o n a v e n t u r e ' s  d e s c r i p t i o n  of  h e r  husband J a s o n ' s  15 -hou r  day was 
g iven  w i t h  a g r e a t  dea l  o f  r e s p e c t  f o r  h e r  h u s b a n d ' s  s a c r i f i c e .
R e c a l l  t h a t  I t  was t h e  m o th e r s  o f  Le a ve r s  who v o l u n t a r i l y  p r a i s e d  
t h e i r  h u s b a n d s '  s u p p o r t  w h i l e  none of  t h e  m others  o f  S t a y e r s  v o lun ­
t a r i l y  m en t ioned  t h e i r  h u s b a n d s .  Th i s  s u g g e s t s  t h a t  c h i l d r e n  a r e  more 
l i k e l y  t o  r e c e i v e  s e r v i c e s  i n  t h e  community i f  f a t h e r s  a r e  s u p p o r t i v e  
and i n v o l v e d  in  making p l a n s  f o r  t h e i r  c h i l d r e n .  In N e m z of f ' s  s t u d y
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(1979)  f i v e  o f  t h e  t e n  f a t h e r s  had a r e g u l a r l y  s c h ed u le d  t im e  of  
" b a b y s i t t i n g "  w i th  t h e i r  s p e c i a l  c h i l d r e n ;  t h e  r e s t  " b a b y s a t "  s p o r a d i ­
c a l l y .  The main r o l e s  t h e s e  f a t h e r s  p layed  were in t a k i n g  the  
c h i l d r e n  on o u t i n g s  and in  t h e  f i n a n c i a l  and e d u c a t i o n a l  p la n n in g  f o r  
t h e i r  c h i l d r e n ' s  f u t u r e s ,  t h e  t r a d i t i o n a l  r o l e  o f  t h e  p r o v i d e r .
Suppor t  f rom O th e r  P r im ary  Groups
In a p i l o t  s t u d y  o f  t e n  m others  o f  m e n t a l l y  r e t a r d e d  c h i l d r e n ,  
Nemzoff (1979)  found  t h a t  o f  a l l  t h e  p r im a ry  g r o u p s ,  f e m a le  r e l a t i v e s ,  
c h i e f l y  g r a n d m o th e r s ,  p ro v id e d  r e s p i t e  c a r e  (no d i s t i n c t i o n  was made 
between whe the r  t h e  g randm others  were p a t e r n a l  or  m a t e r n a l ) .  In on ly  
one i n s t a n c e  d i d  a mother  r e c e i v e  r e s p i t e  c a r e  from a n e ig h b o r  or  a 
f r i e n d .  In t h e  m ain ,  n o n - r e l a t i v e s  p ro v id e d  o c c a s i o n a l  s u p e r v i s i o n  o f  
t h e  c h i l d .  The m others  in N e m z of f ' s  sample e x p r e s s e d  conc e rn  t h a t  
r e s p i t e  c a r e ,  f o r  t h e  most  p a r t ,  was an i m p o s i t i o n  upon n e ig h b o r s  and 
f r i e n d s ,  i . e . ,  t h e s e  p r im a ry  g roups  were no t  matched t o  t h e  t a s k .  In 
t h e  c a se  of  L e s '  m o th e r ,  we saw how Marian o n l y  c a l l e d  h e r  f r i e n d  as a 
l a s t  r e s o r t  and c u r t a i l e d  h e r  t im e  o f  r e c u p e r a t i o n  from t h e  o p e r a t i o n  
on h e r  hand t o  an a f t e r n o o n  r a t h e r  t h a n  24 h o u r s  because  she  t o o  d id  
n o t  want t o  impose on h e r  f r i e n d .  This  f i n d i n g  i s  c o n s i s t e n t  with 
t h o s e  o f  Li twak and S z e l e n y i  ( 1 9 6 8 ) ,  t h a t  o n l y  when r e l a t i v e s  a re  una­
v a i l a b l e  a r e  f r i e n d s  and n e i g h b o r s  c a l l e d  upon;  t h i s  was e s p e c i a l l y  
t r u e  of  t h e i r  r u r a l  sample .
Summary
In t h i s  c h a p t e r ,  we examined t h e  p r o c e s s e s  t h a t  g u i d e  and i n h i ­
b i t  k in  invo lvem en t  in t h e  l i v e s  o f  ha nd icapped  c h i l d r e n  and t h e i r
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f a m i l i e s .  We saw t h a t ,  where t h e r e  was a g r e a t  d e a l  of  kin s u p p o r t ,  
t h e  h and icapped  p e r s o n s ,  r e g a r d l e s s  o f  t h e i r  l e v e l  o f  r e t a r d a t i o n ,  
were w e l l  on t h e i r  way toward  i n t e g r a t i o n  i n t o  t h e  community. One 
p e r son  has  begun l i v i n g  in  a sh a re d  home and a n o t h e r  i s  l i v i n g  and 
working  a t  a p r ep  s c h o o l .  We saw, t o o ,  t h a t  a f a m i l y  where t h e  mother  
r e c e i v e d  minimal  s u p p o r t ,  t h e  hand ic apped  pe rson l i v e d  an i s o l a t e d  
l i f e  a t  home.
Using t h e  p r i n c i p l e  o f  m a tch ing  in c o n j u n c t i o n  with t h e  p r i n ­
c i p l e  o f  n o r m a l i z a t i o n ,  I t r i e d  t o  show the  l i m i t a t i o n s  o f  t h e  s e r v i c e  
d e l i v e r y  sys tem.  In t h e  n e x t  and f i n a l  c h a p t e r ,  I w i l l  d i s c u s s  how 
knowledge and u n d e r s t a n d i n g  o f  t h e s e  l i m i t a t i o n s  can serve  t o  d e f i n e  a 
r e l a t i o n s h i p  o f  s h a r e d  r e s p o n s i b i l i t y  between t h e  f a m i l y  and t h e  S t a t e  
and t h e  r e s u l t i n g  p o l i c y  and programming i m p l i c a t i o n s .
CHAPTER 8
COMMUNITIZATION
I n i t i a l l y ,  in  t h i s  r e s e a r c h ,  I s e t  ou t  t o  d i s c o v e r  t h e  i n f l u e n c e  
o f  k in  invo lvem en t  i n  t h e  c a r e  and t r e a t m e n t  outcomes o f  a New 
Hampshire  sample o f  h a n d ic a ppe d  c h i l d r e n  s e l e c t e d  f o r  t h e i r  e l i g i b i ­
l i t y  f o r  e d u c a t i o n a l  s e r v i c e s  as  a r e s u l t  o f  P . L . 94 -142 .  As do many 
r e s e a r c h  n o v i t i a t e s  o f  s o c i o l o g y ,  I l e a r n e d  t h a t  t h e  q u e s t i o n  I was 
a s k in g  was embedded in  a h i s t o r y  i n f l u e n c e d  by s o c i a l  movements ,  
p r o g r e s s i n g  f o r  more than  a c e n t u r y ,  i n f l u e n c e d  by p e r s o n a g e s  and p e r ­
s o n a l i t i e s ,  and t h a t  t h e  o r i g i n a l  scope  had t o  be b roadened t o  encom­
p a s s  t h e  c o n t e x t .  What has  emerged ,  t h e r e f o r e ,  i s  a t h r e e - p r o n g e d  
approach  t o  t h e  problem o f  c o m m u n i t i z a t i o n ,  namely,  h i s t o r i c a l  changes  
i n  a t t i t u d e s  toward d e i n s t i t u t i o n a l i z a t i o n  and c u r r e n t  c o r r e l a t e s  of  
s u c c e s s f u l  p l a c e m e n t ,  and k in  s u p p o r t .
An H y p o t h e t i c a l  Model o f  Communit iza t ion
F i g u r e  8 .1  i l l u s t r a t e s  how t h e  v a r i a b l e s  we have been c o n s i d e r ­
in g  in  t h i s  s t u d y  may i n t e r a c t  and i n f l u e n c e  c o m m u n i t i z a t i o n .  What 
makes t h e  f u t u r e  t e s t i n g  o f  t h i s  model c h a l l e n g i n g  i s  t h a t  we must  
t a k e  i n t o  a c c o u n t  macro and m ic ro  v a r i a b l e s  s i m u l t a n e o u s l y  in  o r d e r  t o  
p r e d i c t  s u c c e s s f u l  c o m m u n i t i z a t i o n .  T h i s  i s  r e a l i s t i c  b e c a u s e  t h i s  i s  
p r e c i s e l y  t h e  t a s k  o f  f a m i l i e s ,  p r a c t i t i o n e r s ,  and p o l i c y m a k e r s  a l i k e .  
T h i s  f i g u r e  r e p r e s e n t s  o n l y  one o f  t h e  myr iad p e r m u t a t i o n s  o f  t h i s  
c o n s t e l l a t i o n  o f  v a r i a b l e s  and i s  p r e s e n t e d  h e r e  i n  o r d e r  t o  summarize 
t h e  i m p l i c a t i o n s  o f  t h i s  s t u d y .
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Figure 8.1 H ypothstical Model o t  Communitization
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Com m uni t iza t ion  i s  a u n i f y i n g  concep t  r e p r e s e n t i n g  a l a r g e  
number o f  p r o c e s s e s  t h a t  must t a k e  p l a c e  f o r  hand icapped  p e o p le  t o  
t r u l y  p a r t i c i p a t e  i n  community l i f e .  I have s t a t e d  t h a t  com­
m u n i t i z a t i o n  i s  t h e  l o g i c a l  nex t  s t e p  beyond d e i n s t i t u t i o n a l i z a t i o n .
I t  i s  more t h a n  t h a t .  D e i n s t i t u t i o n a l i z a t i o n  r e a l l y  o n l y  a f f e c t s  5% 
of  t h e  3% o f  t h e  U n i t ed  S t a t e s  p o p u l a t i o n  who a r e  ha n d ic a p p e d .  
Com m unit iza t ion  a f f e c t s  e ve ry  one o f  t h e  3%! J u s t  because  a h a n d i ­
capped c h i l d  l i v e s  i n  t h e  community and has n e v e r  l i v e d  in  an i n s t i t u ­
t i o n  does  not  n e c e s s a r i l y  mean s h e / h e  i s  f u l l y  a p a r t  o f  t h e  
community. Th i s  i s  why we must c o n t i n u e  t o  s t r i v e  f o r  more a d e q u a t e  
models  o f  c o m m u n i t i z a t i o n .
I f  we t h i n k  o f  t h e  model a s  a sys tem , i t  can be seen  t h a t  when 
one e l e m e n t  f a i l s ,  o r  i s  l e s s  t h a n  o p t i m a l ,  o t h e r  e lem en ts  must  com­
p e n s a t e .  Th i s  i s  b a s i c a l l y  t h e  n o t i o n  o f  s h a r e d  r e s p o n s i b i l i t y .  The 
l a r g e  q u e s t i o n  mark in  F i g u re  8 . 1  r e p r e s e n t s  t h e  i n t e r m e d i a t e  
v a r i a b l e ( s )  t h a t  a r e  d i r e c t l y  e f f e c t e d  by Kin Support  and DI 
A t t i t u d e s .  The r e l a t i o n s h i p s  among t h e s e  v a r i a b l e s  and o t h e r s  i m p l i ­
c i t  i n  t h e  model ,  w i l l  be d i s c u s s e d  f u r t h e r  in  subsequen t  s e c t i o n s .
The i m p l i c a t i o n s  o f  t h e  f i n d i n g s  o f  t h i s  s t u d y  w i l l  a l s o  be d i s c u s s e d  
a lo n g  t h e  way, f o l l o w e d  by t h e  c o n c l u s i o n .
A t t i t u d e s
A t t i t u d e s  tow ard  d e i n s t i t u t i o n a l i z a t i o n  have changed o v e r  t h e  
y e a r s .  These  changes  have been b rough t  abou t  by p r o f e s s i o n a l s  and 
p a r e n t s  who have had t h e  courage  t o  f i g h t  t h e  many b a t t l e s  i n  t h e i r  
communit ies  and in  t h e  c o u r t s .  We have seen  how a change  in  p o l i c y  
can d r a m a t i c a l l y  i n f l u e n c e  p e o p l e ' s  p o i n t s  o f  view wi th  r e g a r d  t o  com­
m uni ty  p l a c e m e n t .  T h i s  i s  why S o c i a l  P o l i c y  a p p e a r s  a n t e c e d e n t  t o
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A t t i t u d e s  Toward D e i n s t i t u t i o n a l i z a t i o n  in  t h e  model ( s e e  f i g u r e ) *  
even though t h e  r e l a t i o n s h i p  i s  c l e a r l y  b i d i r e c t i o n a l  ove r  h i s t o r i c a l  
t i m e .  To r e p e a t ,  t h e s e  a t t i t u d e s  a r e  s t r o n g l y  i n f l u e n c e d  by p r a c t i c a l  
c o n s i d e r a t i o n s .  P h i lo s o p h y  i s  no t  a s u b s t i t u t e  f o r  s e r v i c e s  in  t h e  
community.  S k e p t i c i s m  rem a ins  w e l l - f o u n d e d .  Though p o l i c y  i s  in 
p l a c e ,  im p lem e n ta t io n  r em a in s  i n c o m p l e t e .  P a r e n t s  o f  more s e v e r e l y  
ha nd icapped  c h i l d r e n  a r e  w o r r i e d  a b o u t  s e r v i c e s .  T h i s  i s  e s p e c i a l l y  
t r u e  when i n t e n s i v e  o n e - t o - o n e  c a r e  i s  r e q u i r e d .  T h i s  concern  a l s o  
c o n t i n u e s  t o  be t h e  m a jo r  b a r r i e r  t o  c l o s i n g  l a r g e  s t a t e  i n s t i t u t i o n s  
such as  Lacon ia  S t a t e  School  and T r a i n i n g  Cen te r  i n  New Hampshire .  
P a r e n t s  e x p r e s s e d  c o n c e rn  abou t  s u s t a i n e d  community s u p p o r t  and c o n ­
t i n u i t y  o f  c a r e  over  t h e  l i f e t i m e  o f  t h e i r  c h i l d r e n .  At l e a s t  t o  some 
e x t e n t ,  t h i s  i s  more a m a t t e r  of  s t a f f  r a t i o s  and p r o f e s s i o n a l  e x p e r ­
t i s e  and n o t  a m a t t e r  o f  g e o g ra p h ic  l o c a t i o n  nor  s i z e  o f  t h e  b u i l d i n g .  
However, we must  remain  c o g n i z a n t  o f  t h e  l i m i t a t i o n s  o f  s u b s t i t u t i v e  
c a r e .
C o r r e l a t e s  o f  S u c c e s s f u l  Community P lacem en t  and Kin Support
When i t  comes t o  s u c c e s s f u l  p l a c e m e n t ,  t h e r e  a r e  t h o s e  who f a r e  
b e t t e r  t h a n  o t h e r s .  I t  was found t h a t  t h e  c h a r a c t e r i s t i c  of  f a m i l i e s '  
soc ioe c onom ic  s t a t u s  seemed t o  h e l p .  On t h e  o t h e r  hand ,  f a t h e r s '  p r e ­
se nce  i n  t h e  home a t  t h e  t im e  of  p l ac e m e n t  seemed t o  have a c o n s e r ­
v a t i v e  i n f l u e n c e  upon p l ac e m e n t  outcomes  s u g g e s t i n g  t h a t  f a t h e r s  a r e  
l i k e l y  t o  be  more c r i t i c a l  o f  t h e i r  c h i l d r e n s '  s i t u a t i o n s .  I s e e  t h i s  
I n f l u e n c e  as  a n e c e s s a r y  check  on t h e  s e r v i c e  d e l i v e r y  sys tem . Every  
p u b l i c  agency  shou ld  b e ,  and must  b e ,  s u b j e c t  t o  t h e  s c r u t i n y  o f  t h e  
p u b l i c  i t  i s  in te n d e d  t o  s e r v e .
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S u c c e s s f u l  p lacement  i s  a l s o  p o s i t i v e l y  c o r r e l a t e d  w i th  a r a t i ­
f i c a t i o n  o f  d e i n s t i t u t i o n a l i z a t i o n / n o r m a l i z a t i o n  p h i l o s o p h y ,  hence t h e  
i n d i c a t i o n  o f  a d i r e c t  e f f e c t  i n  F igu re  8 . 1 .  This  i d e o l o g i c a l  
a d h e re n c e  i s ,  i n  t u r n ,  was h i g h l y  c o r r e l a t e d  wi th  c o n f i d e n c e  t h a t  t h e  
needed  s e r v i c e s  a r e  a v a i l a b l e  i n  t h e  community.
A s e r e n d i p i t o u s  f i n d i n g ,  f o r  t h e  b e n e f i t  of  p r a c t i t i o n e r s ,  
s h o u l d  be m en t io ned  because  i t  has s i g n i f i c a n c e  f o r  t h e  c o n t i n u a n c e  o f  
t h e s e  needed s e r v i c e s .  I f  s e r v i c e  p r o v i d e r s  f e e l  u n a p p r e c i a t e d ,  i t  
may be because  t h e y  do no t  a sk  t h e  r e c i p i e n t s  o f  t h e i r  s e r v i c e s  f o r  
f e e d b a c k  o f t e n  enough.  Good s e r v i c e s  and t r a i n i n g  a r e  a p p r e c i a t e d .  
When p a r e n t s  were asked what  c o n t r i b u t e d  t o  t h e i r  c h i l d r e n ' s  p r o g r e s s ,  
m os t  o f t e n  t r a i n e r s ,  t h e r a p i s t s ,  and t e a c h e r s  were c i t e d  as  p l a y in g  a 
m a j o r  r o l e  in  t h e  c h i l d r e n ' s  growth and deve lopm en t .  The d e d i c a t i o n  
o f  t h e s e  pe o p le  who do make a d i f f e r e n c e  s h o u l d  be r e w a rd e d —not  o n l y  
w i t h  a " d e c e n t "  s a l a r y ,  o f t e n  t o o  low—b u t  w i t h  o n - t h e - j o b  r e c o g n i ­
t i o n ,  and t o o l s  t o  c o n t i n u e  upg rad in g  t h e i r  pe r fo rm a nc e ,  s k i l l s  and 
knowledge .  The goa l  i s  t o  r e d u c e  s t a f f  t u r n o v e r .  These a r e  community 
v a r i a b l e s ,  which a r e  a l s o  c a n d i d a t e s  f o r  t h e  box marked w i t h  a 
q u e s t i o n  mark ha v in g  a d i r e c t  i n f l u e n c e  upon com m u n i t i za t io n  s u c c e s s .
Reca l l  t h a t  s u c c e s s f u l  p lacemen t  was o p e r a t i o n a l l y  d e f in e d  by 
f i v e  c r i t e r i a  based  on t h e  p r i n c i p l e  of  n o r m a l i z a t i o n :  s t a y i n g  in  t h e
community;  n o t  r e t u r n i n g  t o  t h e  i n s t i t u t i o n ;  l i v i n g  i n  a r e s i d e n c e  
w i t h  on ly  a few o t h e r  p e o p le  (4  o r  5 be in g  o p t i m a l ) ;  a t t e n d i n g  and 
r e m a in i n g  1n an e d u c a t i o n a l  p rogram .  I t  was p o in te d  o u t  t h a t  a 
s e r i o u s  d e f i c i t  i n  t h i s  d e f i n i t i o n  was t h e  l a c k  of  a m easu re  of  t h e  
d i s a b l e d  p e r s o n ' s  own s a t i s f a c t i o n  with t h e  community p l a c e m e n t .  With 
new methods b e in g  deve loped  t o  b e t t e r  communicate  w i th  and l e a r n  t h e
201
d e s i r e s  o f  m e n t a l l y  r e t a r d e d  p e o p l e  (S ige lman ,  e t  a l . ,  1983 ) ,  t h i s  
v a r i a b l e  c a n  and s h o u ld  be i n c l u d e d  in  f u t u r e  r e s e a r c h  and p o l i c y ­
making.
S u c c e s s f u l  p l a c e m e n t  was n o t  s i g n i f i c a n t l y  i n f l u e n c e d  by k in  
suppo r t  in  t h e  r e g r e s s i o n  models .  I t  was conc luded  t h a t ,  s i n c e  s u c ­
c e s s  was o p e r a t i o n a l i z e d  in  te rms  o f  l a r g e  o r g a n i z a t i o n a l  v a r i a b l e s ,  
t h e r e  was a  "mismatch" between k i n  s u p p o r t  and t h e  m easu res  of  t h e  
c h i l d ' s  c a r e .  In t h i s  l i g h t ,  i t  was no t  s u r p r i s i n g  t h a t  t h e  most 
s i g n i f i c a n t  v a r i a b l e s  i n f l u e n c i n g  outcomes w e re  ones t h a t  had t o  do 
w i th  p a r e n t s '  b e l i e f  i n  n o r m a l i z a t i o n  p r i n c i p l e s  and t h e i r  c o n f i d e n c e  
t h a t  community s e r v i c e s  a r e  s e c u r e ,  perm anen t ,  p r o f e s s i o n a l  and 
a v a i l a b l e  f o r  t h e i r  c h i l d r e n .  However,  t h e r e  may be i n d i r e c t  e f f e c t s  
o f  kin s u p p o r t  upon p a r e n t s '  prob lem s o lv i n g  and coping s k i l l s  which 
were not  m ea s u red .
The f a m i l i e s  in  t h i s  s tudy  showed t h a t ,  even though t h e  c h i l d ' s  
d i a g n o s i s  v a r i e d ,  s u c c e s s f u l  p lac e m e n t  had more t o  do w i t h  m o t h e r ' s  
m o t i v a t i o n  and p e r s i s t e n t  p u r s u i t  o f  s e r v i c e s ,  whe ther  w i t h i n  t h e  
s e r v i c e  d e l i v e r y  sys tem  o r  in t h e  community a t  l a r g e .  Case m a t e r i a l  
sugges ted  t h a t  kin s u p p o r t  has an i n d i r e c t  i n f l u e n c e  upon pl acement  
outcomes.  The two f a m i l i e s  ( t h e  8 o n a v e n tu r e s  and t h e  Lawsons) who d i d  
m a n i f e s t  a h i g h  degree  o f  c ohes ion  and invo lv emen t  did seem t o  p r o v i d e  
t h e  means o f  m o t i v a t i n g  t h e  hand ic apped  f a m i l y ,  e s p e c i a l l y  t h e  m o th e r ,  
t o  o b t a i n  s e r v i c e s .
The box  with t h e  q u e s t i o n  mark in  F i g u r e  8 .1  may a l s o  r e p r e s e n t  
t h e  a r r a y  o f  v a r i a b l e s  which a r e  d i r e c t l y  i n f l u e n c e d  by k i n  s u p p o r t .  
P o s s i b l e  c a n d i d a t e s  a r e  m o t h e r ' s  o r  f a m i l y ' s  c o n f i d e n c e  i n  he r  a b i l i t y  
t o  problem s o l v e  and d e v e l o p  co p in g  s t r a t e g i e s ,  t h e  f a m i l y ' s  s e n s e  o f
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i s o l a t i o n  o r  c o n n e c t e d n e s s  w i t h  t h e  community a t - l a r g e ,  o r  c o u ra g e  to  
f a c e  o n e ' s  n e ig h b o r s  and e nc ou ra ge  t h e i r  a c c e p t a n c e  o f  o n e ' s  c h i l d .
Kin S u p p o r t ,  I t s  N a tu re  and C o r r e l a t e s
The f a c t  t h a t  f a m i l i e s  o f  Leavers  r e p o r t e d  t h a t  t h e i r  Immediate  
f a m i l i e s  ( i . e . ,  n u c l e a r )  were  most  h e l p f u l ,  even though  a m a j o r i t y  d id  
s a y  t h a t  t h e i r  e x te nde d  k in  were e x t r e m e ly  s u p p o r t i v e ,  s u g g e s t s  t h a t  
key e le m en ts  in  t h e  n a t u r e  o f  s u p p o r t  must  be measured in  o r d e r  t o  
b e t t e r  d e f i n e  t h e  p r o c e s s  o f  s u p p o r t .  For  example a p a r t i c u l a r l y  
i m p o r t a n t  v a r i a b l e  made p l a i n  in  t h e  c a s e  s t u d i e s ,  i s  p r o x i m i t y .  In 
o r d e r  f o r  k in  t o  p r o v id e  r e s p i t e  c a r e ,  c l o s e  p r o x i m i t y  i s  e s s e n t i a l .  
T h i s  v a r i a b l e  can e a s i l y  be i n c l u d e d  in  l a r g e  su rv e y s  in f u t u r e  
r e s e a r c h  and i s  a l s o  a s im p l e  d e v i c e  f o r  p r a c t i t i o n e r s  t o  a s s e s s  t h e  
p o t e n t i a l  r e s o u r c e s  o f  t h e i r  c l i e n t s .
Another  m easu re  o f  k in  s u p p o r t  which needs t o  be c o n s i d e r e d  in
f u t u r e  r e s e a r c h  i s  t h e  n a t u r e  o f  t h e  s u p p o r t  s u p p l i e d ,  whe the r  i t  i s
in  t h e  form o f  goods and s e r v i c e s ,  t e l e p h o n e  c a l l s ,  l e t t e r s ,  money, 
e t c .
C h i l d ' s  C h a r a c t e r i s t i c s . There  a r e  seeming i n c o n s i s t e n c i e s  in 
t h e  r e s u l t s  o f  t h i s  s t u d y .  As p o i n t e d  ou t  above ,  t h e  r e g r e s s i o n  model 
s u g g e s t s  t h a t  k i n  s u p p o r t  does  no t  i n f l u e n c e  r e s i d e n t i a l  and e d u c a ­
t i o n a l  outcomes o f  d i s a b l e d  p e r s o n s .  On t h e  o t h e r  hand ,  we s e e  t h a t  
t h e  m a j o r i t y  o f  p a r e n t s  r e p o r t e d  t h a t  k in  were v e r y  s u p p o r t i v e  and 
h e l p f u l  w i th  r e g a r d  t o  t h e i r  hand ic apped  c h i l d r e n .  However, t h e  
r e g r e s s i o n  model a l s o  s u g g e s t e d  t h a t  t h e  g r e a t e r  t h e  c h i l d ' s  i m p a i r ­
m e n t ,  as  I n d i c a t e d  by d i a g n o s i s ,  t h e  l e s s  kin s u p p o r t .  Does t h i s  mean
t h a t  k in  tend  t o  abandon t h e  f a m i l i e s  w i th  t h e  g r e a t e s t  h a r d s h i p  as  
one  would abandon a s i n k i n g  s h i p .
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With g r e a t e r  medical  and b e h a v io r a l  p r ob le m s ,  k i n ,  as  a p r im ary  
g ro u p ,  may be l e s s  a b l e  t o  cope w i th  t h e  c h i l d .  Li twak has shown, in  
s t u d y i n g  t h e  e l d e r l y ,  t h a t ,  when t h e r e  a r e  more medical  p rob lem s,  
p r o x i m i t y  becomes i n c r e a s i n g l y  im p o r ta n t  i f  i nvo lv emen t  i s  t o  be 
s u s t a i n e d  by k i n .  S ince  p r o x i m i t y  was not  a c o n t r o l  v a r i a b l e  in  t h i s  
p r e s e n t  s t u d y ,  i t  i s  no t  p o s s i b l e  t o  t e a s e  o u t  e x a c t l y  why s e v e r i t y  o f  
d i a g n o s i s  does a f f e c t  k in  s u p p o r t .  I t  cou ld  be t h a t ,  w i th  t h e  g r e a t e r  
need f o r  p r o f e s s i o n a l  i n t e r v e n t i o n ,  kin r e c e d e  i n t o  t h e  background.
I t  was s u g g e s t e d ,  i n  l i g h t  o f  t h e  f i n d i n g s  o f  Emerson (1 9 6 6 ) ,  t h a t ,  in  
ex tr eme  c o n d i t i o n s ,  peop le  t e n d  t o  remain h o p e fu l  of  r e a c h i n g  t h e i r  
g o a l s  i f  t h e  outcome remains  u n c e r t a i n .  In o t h e r  words ,  i f  t h e r e  
r em a ins  a p o s s i b i l i t y  t h a t  o n e ’ s a c t i o n s  w i l l  make a p o s i t i v e  d i f ­
f e r e n c e  toward  r e a c h i n g  a d e s i r e d  g o a l ,  one w i l l  l i k e l y  c o n t i n u e  t o  
problem s o l v e .
S e ve ra l  p a r e n t s  s t a t e d  t h a t  t h e i r  r e l a t i v e s  s im p ly  d id  not 
u n d e r s t a n d  t h e  needs  of  t h e i r  c h i l d r e n .  They s u g g e s t e d  t h a t  i f  t h e i r  
r e l a t i v e s  had more i n f o r m a t i o n  abou t  t h e  d i s a b i l i t y  and abou t  t h e i r  
c h i l d r e n ' s  m ed ica l  and b e h a v io r a l  d i f f i c u l t i e s ,  t h e y  would not f e e l  so 
h e l p l e s s .  T h i s  s h o u ld  f u r t h e r  encourage  p r a c t i t i o n e r s  t o  i n c l u d e  
e x te n d e d  f a m i l y  members in t h e i r  o r i e n t a t i o n  g roups  f o r  p a r e n t s ,  in 
o r d e r  t o  d e v e lo p  r e s o u r c e  ne tw orks  t h a t  p a r e n t s  can r e l y  on t o  g iv e  
them h e l p  a lo n g  t h e  way.
I f  k in  a r e  e d u c a t e d  abou t  how t h e i r  s u p p o r t  can make a d i f ­
f e r e n c e ,  even when t h e  c h i l d  i s  v e ry  r e t a r d e d ,  t h e i r  invo lvement  may 
be m a i n t a i n e d .  I t  i s  pe rhaps  when k in  b e l i e v e  t h e r e  i s  no hope,  t h a t  
t h e y  withdraw from h e l p i n g .  The b a s i s  o f  t h i s  hope i s  a fundamenta l  
q u e s t i o n  and r e q u i s i t e  t o  our  c om ple te  u n d e r s t a n d i n g  o f  k in  s u p p o r t .
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For exam ple ,  in  t h e  c a s e  o f  p rofound  r e t a r d a t i o n ,  t h e  f a m i l y ' s  d e f i n i ­
t i o n  o f  personhood i s  more g r e a t l y  p u t  t o  t h e  t e s t .  There a r e  f a m i ­
l i e s  who have been a b l e  t o  d e m o n s t r a t e  t h e  i n t r i n s i c  va lue  o f  a human 
be ing  above  and beyond i n t e l l i g e n c e  o r  t h e  a b i l i t y  t o  make an economic 
c o n t r i b u t i o n .  The Rossows have been r e c o g n iz e d  a s  exemplary i n  t h i s  
r e g a r d  and have r e c e i v e d  n a t i o n a l  commendation ( s e e ,  e . g . ,  C a l d w e l l ,  
1985) .
G e n d e r . A n a l y s i s  o f  t h e  e f f e c t  o f  gender  on k in  s u p p o r t  
r e v e a l e d  an i n t e r a c t i o n  e f f e c t  o f  f a t h e r s  and hand ic apped  sons which  
dampened k in  i n v o lv e m e n t .  I t  was s p e c u l a t e d  t h a t  t h i s  outcome had to  
do w i th  s o n s '  i n a b i l i t y  t o  meet f a t h e r s '  e x p e c t a t i o n s  with r e g a r d  t o  
t h e  m a s c u l i n e  r o l e .  T h i s  p o s s i b l e  d i s a p p o i n tm e n t  may, in t u r n ,  have  
a f f e c t e d  k in  a t t i t u d e s  and i n v o lv e m e n t .  R e c a l l i n g  our  d i s c u s s i o n  in  
Chap te r  5 ,  we know t h a t  when men d e f i n e  t h e i r  r o l e s  more b r o a d l y — 
i . e . ,  s e r v i n g  v a r y i n g  l e v e l s  o f  bo th  i n s t r u m e n t a l  and a f f e c t i v e  
f u n c t i o n s — t h e i r  p l a c e  in  t h e  f a m i l y  i s  more s e c u r e  and v i a b l e .
P o s s i b l e  i n t e r v e n t i o n s  in f a m i l i e s  wi th  ha nd icapped  boys ,  t h e n ,  
might  i n c l u d e  h e l p i n g  f a t h e r s  t o  expand  t h e i r  d e f i n i t i o n s  of  t h e  
m a s c u l in e  r o l e  t h a t  t h e i r  sons m ig h t  p l a y .  Programming f o r  ha n ­
d icapped  males  s hou ld  n o t  t h e r e f o r e ,  have a u n i t a r y  v o c a t i o n a l  f o c u s ,  
b u t  i n c l u d e  a v o c a t i o n a l  f o c i ,  such a s  a r t ,  m us ic ,  animal  c a r e ,  domes­
t i c  a r t s  ( e . g . ,  c o o k i n g ) ,  team and i n d i v i d u a l  s p o r t s  and h o b b i e s ,  in  
o r d e r  t o  d i s c o v e r  and d e v e lo p  b o y ' s  t a l e n t s  and a b i l i t i e s .  I do n o t  
a d v o c a t e  h e r e  t h e  u su a l  r o u t i n i z e d  program of  a c t i v i t i e s  and t h e r a p i e s  
which ,  a l l  t o o  o f t e n ,  decay  i n t o  m e a n i n g le s s  busywork or  g l o r i f i e d  
b a b y s i t t i n g ,  bu t  I a d v o c a t e  a means o f  e x p lo r i n g  w ha t  may become 
i n t e r e s t s  which a p a r t i c u l a r  man w i l l  a c t i v e l y  p u r s u e  f o r  h i m s e l f .
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Though I have a rgued  t h a t  women a r e  t h e  main c a r e g i v e r s ,  t h e r e  
i s  e v id e n c e  t h a t  men s upp ly  o t h e r  forms of  s u p p o r t .  In o t h e r  words ,  
men and women p r o v i d e  d i f f e r e n t  t y p e s  o f  s u p p o r t .  Another  word w i th  
r e g a r d  t o  f a t h e r s  i s  t h u s  in  o r d e r .  Though f a t h e r s  have a c o n s e r ­
v a t i v e  i n f l u e n c e ,  i t  must  be r e i t e r a t e d  t h a t  mothers  o f  Le a ve r s  v o l u n ­
t a r i l y  p r a i s e d  t h e i r  husbands f o r  t h e i r  s u p p o r t  whereas  none o f  t h e  
S t a y e r s '  mothers  i n d i c a t e d  such s a t s i f a c t i o n .  The i n - d e p t h  i n t e r v i e w s  
s u g g e s t  t h a t  c h i l d r e n  a r e  more l i k e l y  t o  r e c e i v e  s e r v i c e s  i n  t h e  com­
m u n i ty  i f  f a t h e r s  a r e  s u p p o r t i v e  and invo lv ed  in  p l a n n i n g  f o r  t h e i r  
c h i l d r e n ' s  f u t u r e .  R e c a l l  t h e  i n s t a n c e  o f  C h e r y l ' s  f a t h e r  who t r a ­
v e l l e d  long d i s t a n c e s  t o  work r a t h e r  than  move h i s  d a u g h te r  o u t  o f  a 
community t h a t  was s u p e r i o r  in  i t s  s e r v i c e  d e l i v e r y  sys tem — one t h a t  
h i s  w i f e  i s  working  t o  improve .  Men's  s u p p o r t ,  t h u s ,  t e n d s  t o  be 
i n d i r e c t ,  f i n a n c i a l  and a d v i s o r y .  Men a re  " s i l e n t  p a r tn e r s '*  i n  t h i s  
e n t e r p r i s e  o f  s u p p o r t .  There i s  a l s o  some e v id e n c e  in  t h i s  s t u d y  t h a t  
f a t h e r s  t end  t o  show g r e a t e r  r e s i s t a n c e  t o  d e i n s t i t u t i o n a l i z a t i o n ,  not  
b e c a u s e  they  a r e  opposed  t o  i t ,  b u t  because  t h e y  r e q u i r e  c o n v in c i n g  
e v id e n c e  t h a t  s e r v i c e s  a r e  a v a i l a b l e  in  t h e  community.  Women's s u p ­
p o r t  t e n d s  to  be i n  t h e  form o f  d i r e c t  c a r e .  Th i s  s h ou ld  n o t  be t aken  
t o  mean t h e  s u p p o r t  can be measured  by an o b j e c t i v e  y a r d s t i c k ,  s c a l e ,  
o r  c l o c k .  An e s s e n t i a l  f e a t u r e  o f  s u p p o r t  i s  t h e  f a m i l y ' s  p e r c e p t i o n  
and knowledge t h a t  i t  i s  t h e r e .
Developmental  Cycle  and Fam ily  V a lu e s . The c a s e  s t u d i e s  showed 
t h a t  a number o f  f a c t o r s  a r e  s a l i e n t  in  t h e  p r o c e s s  o f  k in  s u p p o r t :  
t h e  number o f  f e m a l e s  in  t h e  k in  p o o l ;  t h e  s t a b i l i t y  o f  m a r r i a g e ;  
f a m i l y  v a lu e s  o f  h e l p i n g  which c o n t r i b u t e  t o  f a m i l y  coh e s io n  and
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c o n n e c t e d n e s s .  I t  became a p p a re n t  i n  t h e s e  s t u d i e s  t h a t  t h e  d e v e l o p ­
menta l  c y c l e  o f  t h e  f a m i l i e s  in  t h e  network was i m p o r t a n t  i n  r e l e a s i n g  
women f o r  a d d i t i o n a l  c a r e g i v i n g  t o  t h e  f a m i ly .  T h a t  female  r e l a t i v e s  
a r e  t h e  g r e a t e s t  s o u r c e  o f  he lp  ha s  been shown by o t h e r  r e s e a r c h e r s  
( S u e l z l e  and Keenan,  G a th ,  F a r b e r ,  Nemzoff,  L i t w a k ,  Sonnek) and i s  
c o n f i r m e d  h e r e .  I t  was found t h a t  g randmothers  w e re  e s p e c i a l l y  promi­
n e n t  i n  g i v i n g  a s s i s t a n c e .  I t  was a rgued  t h a t  g randm others  a r e  a l s o  
t h e  most  l i k e l y  c a n d i d a t e s  be cause  t h e y  a re  a t  a p o i n t  in t h e i r  f a m i ly  
de ve lopm en ta l  c y c l e  where  they  a r e  f r e e d  from t h e i r  own c a r e g i v i n g  
r e s p o n s i b i l i t i e s  in  t h e i r  own n u c l e a r  f a m i l i e s .
The f a m i l y  v a l u e s  o f  c o o p e r a t i o n  and a f f e c t i o n  se rved  t o  p rov ide  
an em o t io n a l  cu s h io n  f o r  mothers  c a r i n g  f o r  t h e i r  hand icapped  
c h i l d r e n .  These v a l u e s  f l o u r i s h  i n  t h i s  p a r t i c u l a r  sample i n  which 
F ranco -A m er icans  a r e  h i g h l y  r e p r e s e n t e d  and where t h e  v a lu e s  o f  church 
and f a m i l y  a r e  e m p h a s i z e d .  We saw,  t o o ,  t h a t  t h e s e  f a m i l i e s  t e n d  to  
l i v e  n e a r  each o t h e r ,  hav ing  r e l a t i v e s  w i th in  t h e  bounds o f  New 
Hampshire .  Thus k in  s u p p o r t ,  f o r  t h i s  small s a m p le  r e f l e c t e d  e t h n i c ,  
r e i g i o u s ,  c l a s s  and r u r a l  ways o f  l i f e  which t e n d  t o  promote mutual  
c a r i n g  and a c c o u n t a b i l i t y .  New Hampshire  e s p e c i a l l y  i s  c o m p a r a t i v e l y  
r u r a l  w i t h  r e s p e c t  t o  Boston or  New York and t h u s  t h e r e  i s  s t i l l  t h e  
e f f e c t  o f  smal l  town l i f e —being  one  " b r o t h e r ' s  k e e p e r . "  We saw to o ,  
how a l a c k  o f  s o c i a l  s u p p o r t ,  in  t h e  f a c e  of  k i n  p r o x i m i t y ,  t o  t h e  
p o i n t  o f  s o c i a l  d e r i s i o n ,  in  t h e  c a s e  o f  L e s s ' s  m o th e r ,  s e r v e d  t o  
f u r t h e r  i s o l a t e  t h i s  m o the r  and s o n .
Year  o f  P l a c e m e n t . The h i s t o r i c a l  c o n t e x t  o f  any s t u d y  shou ld  
be t a k e n  i n t o  a c c o u n t .  I t  was found  t h a t  the  l a t e r  t h e  y e a r  o f  p l a c e ­
m ent ,  t h e  more s u p p o r t .  (Year o f  P lacement  c o u l d  be r e p r e s e n t e d  by
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S o c i a l  P o l i c y  in  F i g u r e  8 . 1 ,  e . g . ,  t h e  enactment  o f  P . I .  9 4 - 1 4 2 ) .  All 
t h e  r e l a t i v e s  who were i n t e r v i e w e d  r a t i f i e d  t h e  c o n c e p t s  of  n o r ­
m a l i z a t i o n .  Even though some d id  not  im m edia te ly  r e c o g n i z e  t h e  t e r m s ,  
once d e f i n e d ,  r e l a t i v e s  were i n  f a v o r  o f  such c o n c e p t s  as  t h e  l e a s t  
r e s t r i c t i v e  a l t e r n a t i v e ,  n o r m a l i z a t i o n ,  and d e i n s t i t u t i o n a l i z a t i o n .  
T h i s  was t r u e  o f  g r a n d p a r e n t s ,  u n c le s  and s i s t e r s — in  o t h e r  words 
t h r e e  g e n e r a t i o n s  o f  p e r s o n s  showed awareness  and s u p p o r t  of  t h e s e  
i d e a s .
In  sum, exchanges  o f  s o c i a l  s u p p o r t  and m a t e r i a l  s u p p o r t  a r e  
i n f l u e n c e d  by p r o x i m i t y ,  t h e  s i z e  of  t h e  r e s o u r c e  pool ( r e l a t i v e s ,  
f r i e n d s  and n e i g h b o r s ) ,  t h e  soc ioeconomic  s t a t u s  of  k i n ,  f a m i ly  
v a l u e s ,  t h e  number o f  women in  t h e  e x te nde d  f a m i l y  ( e s p e c i a l l y  whether  
g randm others  a r e  a l i v e  and w i l l i n g  t o  h e lp )  and f i n a l l y  t h e  t y p e s  of  
s e r v i c e s  a v a i l a b l e  i n  t h e  community.
Handicapped F a m i l i e s  and t h e  S t a t e :
I m p l i c a t i o n s  f o r  S o c i a l  P o l i c y
The t a s k s  o f  hand ic a ppe d  f a m i l i e s  a r e  not  f u n d a m e n t a l l y  d i f ­
f e r e n t  f rom t h o s e  of  o t h e r  f a m i l i e s .  All  f a m i l i e s  a r e  r e s p o n s i b l e  f o r  
t h e  i n t e l l e c t u a l ,  s p i r i t u a l ,  and h e a l t h f u l  growth o f  t h e i r  members,  
a d u l t s  a s  we l l  as  c h i l d r e n .  The major  d i f f e r e n c e  i s  n o t ,  t h e n ,  of  
k i n d ,  bu t  o f  q u a n t i t y .  The t a s k s  e x te n d  over  l o n g e r  t im e  p e r i o d s  
b e c au s e  o f  deve lo pm en ta l  l a g s  due t o  t h e  c h i l d r e n ' s  im pa i rm en t s .
I t  s h o u ld  be p o i n t e d  o u t  t h a t  no t  a l l  im pa i rm en t s  l ea d  t o  d i s a ­
b i l i t y .  The p u rp o se  of  t r e a t m e n t  i s  t o  r e d u c e  t h e  impact  o f  i m p a i r ­
ments  so t h a t  p o t e n t i a l  d i s a b i l i t i e s  may be c u r t a i l e d  t o  h a n d ic a p s  and 
h a n d ic a p s  may be c i r c u m v e n te d  wherever  p o s s i b l e .  Thus ,  t h e r e  i s  a 
cont inuum from impa irment  t o  d i s a b i l i t y  t h a t  i s  o f t e n  ove r lo o k e d  and
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t h e  t e rm s  a r e  m i s t a k e n l y  used i n t e r c h a n g e a b l y  by t h e  l a y  p u b l i c .  
Impairment  r e f e r s  t o  t h e  a c t u a l ,  p h y s i c a l ,  c h e m i c a l ,  a n d /o r  emotiona l  
a b e r r a t i o n  which i s  measured  by d i a g n o s t i c  p r o c e d u r e s .  The American 
A s s o c i a t i o n  on Mental D e f i c i e n c y  (AAMD) has deve loped  d i a g n o s t i c  c a t e ­
g o r i e s  i n t e n d e d  t o  c o v e r  t h e  e n t i r e  cont inuum o f  deve lopmenta l  i m p a i r ­
m en t s .  D i s a b i l i t y  i s  t h e  te rm a p p l i e d  t o  t h e  r e s u l t a n t  d y s f u n c t i o n  
from t h e  im pa i rm en t ,  whereby t h e  i n d i v i d u a l  i s  unab le  t o  p e r fo rm  c e r ­
t a i n  t a s k s  due t o  im p a i rm en t .  For  example,  w i t h o u t  t r a i n i n g ,  a pe rson 
who i s  born  b l i n d  i s  u n a b le  t o  walk s a f e l y  down a c i t y  s t r e e t .
However, w i th  t r a i n i n g  t h e  i n d i v i d u a l  can manage t o  n a v i g a t e ,  though 
not  as  w e l l  as  s i g h t e d  p e r s o n s .  In t h i s  l a t t e r  i n s t a n c e ,  t h e  person 
i s  s a i d  t o  be h a n d ic a p p e d ,  bu t  n o t  d i s a b l e d .  The purpose o f  e d u c a t io n  
and t r a i n i n g  i s  t o  r e d u c e  t h e  p r o b a b i l i t y  o f  d i s a b i l i t y  and t o  m i n i ­
mize t h e  impact  o f  an impa irm ent  t o  a manageable  h a nd ic a p ,  t i g h t e n i n g  
t h e  b o u n d a r i e s  of  t h e  h a n d ic a p p in g  c o n d i t i o n ,  so t h a t  t h e  i n d i v i d u a l  
i s  l i b e r a t e d  t o  i n d e p e n d e n t  f u n c t i o n i n g  as  much as  p o s s i b l e .
T h i s  d i s c u s s i o n  i s  based on t h e  premise  t h a t  pe rsons  a t  t h e  
ex t rem es  o f  t h e  normal c u r v e  o f  human growth and deve lopment  a r e  on 
t h e  same con t inuum as t h o s e  in t h e  m id d le  and s hou ld  be viewed as  such 
as  f a r  as  s o c i a l  and f a m i l y  p o l i c y  a r e  c o n c e r n e d .
As I have t r i e d  t o  show in t h e  o u t l i n e  o f  t h e  h i s t o r y  o f  t h e  
d e i n s t i t u t i o n a l i z a t i o n  movement ( C h a p te r s  1 and 4 ) ,  p o l i c y  toward  
d i s a b l e d  p e r s o n s  has  g r a d u a l l y  s h i f t e d  toward a view t h a t  p e o p l e  wi th
t
impa irm en ts  s h ou ld  have  i n c r e a s e d  chances  f o r  improvement  w i t h  
i n c r e a s e d  o p p o r t u n i t i e s  t o  de ve lop  in  normal e n v i r o n m e n t s .  U nder ly ing  
t h i s  p r i n c i p l e  o f  n o r m a l i z a t i o n ,  i s  t h e  n o t io n  t h a t  e m phas iz ing  s i m i ­
l a r i t i e s  o f  d i s a b l e d  p e r s o n s  t o  n o n - d i s a b l e d  p e r s o n s  i s  a more
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f r u i t f u l  approach  t o  t h e  r e d u c t i o n  o f  d i s a b i l i t y  t h a n  emphas izing  
d i f f e r e n c e s .  F u r th e r m o r e ,  t r e a t m e n t  approaches  a r e  g r a d u a l l y  s h i f t i n g  
from a f o c u s  on t h e  d i s a b l e d  i n d i v i d u a l  t o  t h e  i n d i v i d u a l  in t h e  
f a m i ly  c o n t e x t .  T h i s  p r e s e n t  s t u d y  goes  a s t e p  f u r t h e r  in p r o v i d i n g  
e v id e n c e  f o r  t h e  i n c l u s i o n  of  t h e  e x te n d e d  kin ne tw ork  t o  widen t h e  
scope o f  r e s o u r c e s  f o r  t h e  f a m i ly  i n  need of  s e r v i c e s .  I b e l i e v e  t h a t  
t h e  c a s e  m a t e r i a l ,  p r e s e n t e d  in C h a p t e r  7 ,  shows t h a t  t h e  ne twork i s  
t h e  i n t e r f a c e  between t h e  f am i ly  and t h e  p u b l i c  and t h a t  i t  p r o v i d e s  a 
t r a n s i t i o n a l  s t r u c t u r e  f o r  smoothing t h e  path f o r  t h e  i n t e g r a t i o n  of  
t h e  d i s a b l e d  pe rson i n t o  t h e  community.
What I b e l i e v e  t h e  p r e s e n t  s t u d y  shows i s  t h a t  t h e r e  i s  a 
n e c e s s i t y  t o  move beyond t h e  c o n c e p t  o f  n o r m a l i z a t i o n ,  which p r o v i d e s  
f o r  t h e  e qua l  o p p o r t u n i t y  o f  a l l  p e r s o n s  r e g a r d l e s s  o f  im p a i rm en t ,  
h a nd ic a p  o r  d i s a b i l i t y  (and th e  v a l u e  o f  i n d i v i d u a l  un iqueness  above 
and beyond t h e  s t i g m a  o f  t h e  ou tward  s ig n s  of  i m p a i r m e n t ,  y e t  w i t h o u t  
i g n o r i n g  s p e c i a l  needs  due  t o  t h a t  impa irment )  and move to  t h e  c o n c e p t  
of  c o m m u n i t i z a t io n  which  fo c u s e s  on e q u a l i t y  o f  ou tcom es .  I f  we view 
p e r s o n s  w i t h  im pa i rm en t s  as p e r s o n s  so  d i f f e r e n t  f rom t h e  r e s t  o f  
s o c i e t y ,  t h e n  they  a r e  i s o l a t e d  from t h a t  s o c i e t y .  I f  we view them as 
s i m i l a r  t o  t h e  r e s t  o f  s o c i e t y ,  we w i l l  deve lop  compensa to ry  schemes 
in o r d e r  f o r  them t o  r em ain  and t a k e  p a r t  in t h e  community.  
P a r a d o x i c a l l y ,  such c o m p e n s a t io n ,  by i t s  very n a t u r e ,  r e q u i r e s  t h e  
r e c o g n i t i o n  o f  d i f f e r e n c e s .  The app roa c h  shou ld  be i n t e l l i g e n t  and 
devoid o f  s e n t i m e n t a l i t y .
Communit iza t ion
In  t h i s  s e c t i o n ,  we w i l l  dea l  w i t h  many o f  t h e  v a r i a b l e s  i n  our  
model a p p e a r i n g  in  F i g u r e  8 . 1 .  The r e l a t i o n s h i p s  among t h e s e
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v a r i a b l e s  a r e  assumed t o  be m u l t i - d i r e c t i o n a l .  For  purposes  o f  
d i s c u s s i o n ,  we m igh t  r educ e  t h e  model t o  an e q u a t i o n :
FAMILY + STATE ---------------------  > COMMUNITIZATION
( K in ,  p a r e n t ,  (Community ( F a m i l i a l ,
c h i l d r e n ,  S e r v i c e s ,  s o c i a l ,
a t t i t u d e s ,  v a lu e s  f u n d i n g ,  p o l i t i c a l ,
r e s o u r c e s ,  SES s t a b i l i t y )  i n t e g r a t i o n )
With t h i s  e q u a t i o n  in  m ind ,  l e t  us r e c o n s i d e r  t h e  r e l a t i o n s h i p  
be tween t h e  f a m i l y  and t h e  S t a t e  in  l i g h t  o f  t h e  i n s i g h t s  p r o v i d e d  by 
t h e  93 f a m i l i e s  who p a r t i c i p a t e d  in  t h i s  s t u d y .
The i n t r o d u c t i o n  of  a ha nd icapped  c h i l d  i n t o  t h e  kin ne twork 
would seem t o  p r e s e n t  a s t e a d y  s t r e a m  of  t a s k s  c a l l i n g  f o r  g r e a t e r  kin 
i n v o lv e m e n t .  However , a s p e c i a l  c h i l d  a l s o  r e q u i r e s  s p e c i a l  knowledge 
and t r e a t m e n t .  A l l  ex tended  f a m i l y  r e s o u r c e s  may be c a l l e d  i n t o  p l a y  
t o  s u p p o r t  t h e  f a m i l y .  What a l s o  must be c a l l e d  upon,  however ,  a r e  
t h e  a v a i l a b l e  r e s o u r c e s  of  l a r g e  o r g a n i z a t i o n s ,  such  as  t h e  m ed ic a l  
i n d u s t r y  and s o c i a l  s e r v i c e s .  A key p o in t  o f  L i t w a k ' s  s tu d y  on 
h e l p i n g  t h e  e l d e r l y ,  i s  t h a t  k i n  and p r o f e s s i o n a l s  p ro v id e  d i f f e r e n t ,  
bu t  c o m p a t i b l e ,  k i n d s  of  h e lp  and t h a t  t h e  two must  be r e g a r d e d  a s  
s e p a r a t e  e n t i t i e s  . . in t h a t  each  i s  c a p a b l e  o f  pe r fo rm ing  f u n c ­
t i o n s  not  e a s i l y  pe rfo rmed by t h e  o t h e r . "
To r e i t e r a t e ,  t h e  p r i n c i p a l  o f  match ing  i s  b o t h  d e s c r i p t i v e  and 
p r e s c r i p t i v e  o f  t h e  r e l a t i o n s h i p  between t h e  f a m i l y  and t h e  S t a t e .
The example o f  t h e  d e i n s t i t u t i o n a l i z a t i o n  movement i s  a c a se  i n  p o i n t .  
The l a r g e  i n s t i t u t i o n  i s  n o t o r i o u s  f o r  t h e  d e p e r s o n a l i z a t i o n  o f  i t s  
r e s i d e n t s .  For p u r p o se s  o f  t h e  pun ishment  o f  p r i s o n e r s ,  t h i s  may be 
deemed a p p r o p r i a t e ,  but  as a means o f  r e h a b i l i t a t i o n ,  i t  i s  no l o n g e r  
c o n s i d e r e d  t e n a b l e .  A major  d e f i c i t  in  i n s t i t u t i o n a l  l i f e  i s  t h e  lack
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of  p r i v a c y ,  of  p e r s o n a l  space  and p e r s o n a l  p o s s e s s i o n s  which a r e  the 
m a t e r i a l ,  outward e x p r e s s i o n  o f  i n d i v i d u a l  d i f f e r e n c e s .  L a r g e  organi 
z a t i o n s  a r e  not  good a t  keep ing  t r a c k  of  t h e  p o e t r y  of  t h e  s o u l  nor 
t h e  v i s c i s s i t u d e s  o f  a p e r s o n ' s  i d i o s y n c r a c i e s .  Pr imary g r o u p s  a r e .
In  t h e  d a i l y  d o m e s t i c  c a r e  o f  a l l  p e r s o n s  i n  t h e  f a m i l y ,  t h e r e  
i s  no s t a t e  agency t h a t  can s u b s t i t u t e  f o r  k i n .  C e r ta in  t a s k s  of  a 
p e r s o n a l  n a t u r e  a r e  b e s t  hand led by pe r sons  w i t h  an ongoing r e l a ­
t i o n s h i p  w i th  t h e  d i s a b l e d  p e r s o n ,  o u t  of  o b l i g a t i o n  or  l o v e .
Large  o r g a n i z a t i o n s ,  on t h e  o t h e r  hand,  a r e  good a t  a p p l y i n g  
p r i n c i p l e s  o f  h e a l t h  and d i s e a s e  and s t a t e - o f - t h e - a r t  t e c h n o l o g y  and 
knowledge t o  i n d i v i d u a l  i n s t a n c e s  o f  d i s a b i l i t y  and im pa i rm en t .  
Pr im ary  groups  a r e  n o t  so e q u ip p e d ,  though t h e y  a r e  good a t  p ro v id i n g  
o b s e r v a t i o n s  about  ch a n g es  in t h e i r  r e l a t i v e / p a t i e n t  t h a t  may go 
u n d e t e c t e d  by o r g a n i z a t i o n a l  p e r s o n n e l  and t h e y  a r e  use fu l  i n  see ing  
t o  i t  t h a t  h e / s h e  f o l l o w s  p r e s c r i b e d  methods o f  r ec ove ry  (Cobb,  1976)
The p r e s c r i p t i v e  a s p e c t  o f  t h e  p r i n c i p l e  o f  matching h a s  t o  do 
w i th  t h e  n a t u r e  o f  t h e  r e l a t i o n s h i p  between t h e  f a m i ly  and t h e  S t a t e .  
Moroney (1976)  c l a s s i f i e s  two main t y p e s  o f  r e l a t i o n s h i p s  p o s s i b l e .
In o n e ,  t h e  S t a t e  r e p l a c e s  t h e  f a m i l y  in  t h e  c a r e  of  d e p e n d e n t s ,  and 
in  t h e  o t h e r ,  t h e  S t a t e  a c t s  c o o p e r a t i v e l y  w i t h  t h e  f a m i l y .  He 
f u r t h e r  c i t e s  p o i n t s  a t  which t h e  S t a t e  can become in v o lv e d :  At the
p o i n t  when t h e  f a m i l y  has  d e p l e t e d  i t s  r e s o u r c e s  and i s  in  c r i s i s ,  in 
which c a s e  t h e  S t a t e  i s  s a i d  to  have  a " r e s i d u a l  i n v o l v e m e n t . "  Or, i 
can become Invo lv ed  a t  some e a r l i e r  ph a s e ,  when t h e  f a m i ly  s t i l l  i s  
e qu ippe d  t o  choose t h e  k in d s  o f  s u p p o r t  1t  needs  t o  f u n c t i o n .  This  
l a t t e r  t y p e  o f  S t a t e  i nvo lve m e n t  Moroney terms  " sha re d  
r e s p o n s i b i l i t y . "
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L i t w a k ' s  p r i n c i p l e  o f  match ing  s e r v e s  t o  i d e n t i f y  when each  of  
t h e s e  t y p e s  o f  invo lvement  i s  a p p r o p r i a t e .  By i d e n t i f y i n g  t h e  t a s k s  
t h a t  t h e  f a m i l i e s  and o t h e r  p r im ary  g roups  a r e  a b l e  t o  p e r f o r m ,  s e r ­
v i c e  p r o v i d e r s ,  and p o l i c y m a k e r s  w i l l  be a b le  t o  a s s e s s  how t h e  
S t a t e ' s  i nvo lve m e n t  can b e s t  s e rv e  f a m i l i e s  and t h e i r  d i s a b l e d  mem­
b e r s .  When s h ou ld  t h e  S t a t e  r e p l a c e  f a m i l y  f u n c t i o n s ?  When s h ou ld  i t  
s h a r e  t h e s e  f u n c t i o n s ?  The p r i n c i p l e  o f  m atching  b r i n g s  t o  l i g h t  c e r ­
t a i n  f u n c t i o n s  l a r g e  o r g a n i z a t i o n s  (whe th er  in  t h e  community o r  n o t )  
a r e  equ ipped  t o  perform and  which t h e y  a r e  n o t .
Of ten  t h e r e  i s  an em phas i s  upon t h e  f a m i l y ' s  dependence  on th e  
S t a t e .  Moroney (1976, 1986)  f l i p s  t h e  coin and a rg u e s  t h a t  t h e r e  a re  
s t i l l  many c a r e t a k i n g  f u n c t i o n s  t h a t  t h e  f a m i ly  f u l f i l l s  which o b v i a t e  
S t a t e  e x p e n d i t u r e .  I t  i s ,  t h e r e f o r e ,  in  t h e  b e s t  i n t e r e s t  o f  t h e  
S t a t e  t o  d e v e l o p  f am i ly  p o l i c y  t h a t  s t r e n g t h e n s  f a m i l i e s .  T h i s  means 
t h a t  i t  s h o u l d  not  d i s c o u r a g e  or  r e d u c e  th e  f a m i l y  c a r i n g  f u n c t i o n  by 
c r e a t i n g  e x p e c t a t i o n s  t h a t  t h e  S t a t e  w i l l  t a k e  on t h e s e  r e s p o n s i b i l i ­
t i e s .  I n d e e d ,  I argue t h e  matching  p r i n c i p l e  d i c t a t e s  t h a t  i t  c a n n o t ! 
However, t h e  S t a t e  must make s e r v i c e s  a v a i l a b l e  t h a t  enhance b u t  do 
n o t  presume t o  r e p l a c e  t h i s  c a r i n g  f u n c t i o n .  R e g a r d l e s s  o f  t h e  t a s k ,  
however ,  b o th  t h e  S t a t e  and t h e  f a m i l i e s  need t o  more c l e a r l y  d e f i n e  
and de m a rca te  t h e i r  r e s p e c t i v e  a r e a s  o f  r e s p o n s i b i l i t y  and e x p e r t i s e .
As an example,  t h e  r e c e n t  work o f  case  management in  t h e  S t a t e  
o f  New Hampshire  toward deve lopm en t  o f  r e s p i t e  c a r e  i s  a means o f  p r o ­
v i d i n g  p a r e n t s  with in -h o m e ,  s e cu re  s p e c i a l  c h i l d  c a r e  f o r  s h o r t  
p e r i o d s  ( suc h  as  an a f t e r n o o n  or  a weekend)  so t h a t  p a r e n t s  a r e  b e t t e r  
a b l e  t o  c o n t i n u e  c a r i n g  f o r  t h e i r  c h i l d r e n .  T h i s  sys tem p r o v i d e s  
p a r e n t s  w i th  a  l e s s  e x t r e m e  ch o ic e  o f  e i t h e r  home o r  i n s t i t u t i o n .
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Community-based a r r a n g e m e n ts  a r e  s t i l l  i n s t i t u t i o n a l  b e c au s e  
t h e y  r e p l a c e  f a m i l y  f u n c t i o n s .  What i s  c a l l e d  f o r  a r e  s u b s t i t u t i v e  
s e r v i c e s  f o r  d i s a b l e d  p e r s o n s  w i t h o u t  f a m i l y  r e s o u r c e s  and s u p p o r t i v e  
s e r v i c e s  f o r  t h o s e  w i th  f a m i l y  r e s o u r c e s .  As long as  t h e  d e t e r ­
m in a t i o n  o f  need 1s based  on a f o c u s  on t h e  i n d i v i d u a l ,  however ,  the  
fo rm e r  w i l l  t a k e  p rec e d e n ce  ov e r  t h e  l a t t e r  and t h e s e  d i s t i n c t i o n s  
w i l l  be i g n o r e d .  To qu o te  Likwak, "what  i s  r e q u i r e d  now i s  t h e  p r o v i ­
s i o n  of  s e r v i c e s  t h a t  e a s e  t h e  management t a s k  o f  t h e  f a m i l y " (1985: 
124,  emphas is  m in e ) .
F o c u s s in g  on t h e  i n d i v i d u a l  makes t h e  t a s k  o f  d i s p e r s i n g  s e r ­
v i c e s  e a s i e r  f o r  l a r g e  o r g a n i z a t i o n s .  However, a s h a re d  r e s p o n ­
s i b i l i t y  f o c u s  i s  no t  i n c o m p a t i b l e  w i th  an u n d e r s t a n d in g  t h a t  t h e  
i n d i v i d u a l  i s  embedded in  a network o f  f r i e n d s ,  n e ig h b o r s  and 
r e l a t i v e s  who can o f f e r  t h e  s u p p o r t s  complementing and h e l p i n g  to  
r e a l i z e  t h e  s t a t e d  ( t a s k  a p p r o p r i a t e )  g o a l s  o f  t h e  l a r g e  o r g a n i z a t i o n  
and v i c e  v e r s a .
As s t a t e d  e a r l i e r ,  a major  impetus  o f  t h e  d e i n s t i t u t i o n a l i z a t i o n  
movement has been t h e  r e s p o n s e  t o  t h e  l ac k  of  i n d i v i d u a l i z e d  c a r e  of  
p e r s o n s  in l a r g e  I n s t i t u t i o n s .  S i z e  a l o n e ,  nor  low s t a f f - c l i e n t  
r a t i o s ,  however ,  w i l l  n o t  remedy t h e  l a c k  of  p e r s o n a l  a t t e n t i o n .
Small  group homes where s t a f f  r o t a t e  in  s h i f t s  ( f o r  t h e  p u r p o s e  of  
s o - c a l l e d  " c o n t i n u i t y  o f  c a r e " )  and where s t a f f  t u r n o v e r  i s  h i g h ,  w i l l  
do l i t t l e  t o  r e d u c e  t h e  problem of  p r o v i d i n g  p e r s o n a l  c a r e  which comes 
o n l y  from l o n g - s t a n d i n g  r e l a t i o n s h i p s .
In o t h e r  w ords ,  we s h o u ld  be aware o f  t h e  l i m i t s  o f  t h e  r o l e  of  
t h e  S t a t e  when i t  r e p l a c e s  o r  s u b s t i t u t e s  f o r  f a m i l y  f u n c t i o n s .  This  
was i l l u s t r a t e d  by t h e  c a s e  o f  GG Lawson. Can h e r  f a m i l y ' s  d e s i r e  f o r
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GG's moral s u p e r v i s i o n  be met by a s e r v i c e  a ge n t  whose r e q u i s i t e  p r o ­
f e s s i o n a l  s t a n c e  i s  t o  be n o n - judgm e n ta l?  Li twak has  a l r e a d y  made i t  
c l e a r  i n  h i s  work o f  t h e  l a s t  tw e n ty  y e a r s  t h a t ,  even among p r im a ry  
g r o u p s ,  t h e r e  a r e  d i s t i n c t i o n s  so t h a t  not  even t h e y  a r e  e q u i v a l e n t .  
C e r t a i n  f a m i l y  f u n c t i o n s  canno t  be r e p l a c e d  and w i l l  s im p ly  be l o s t !
T h i s  i s  no t  a c r i t i c i s m  o f  p r o f e s s i o n a l  c a r e ;  i t  i s  m e r e ly  a 
s t a t e m e n t  of  t h e  f a c t s  o f  t h e  m a t t e r .  Both Moroney and Li twak have 
p o i n t e d  ou t  t h a t  s h a r e d  r e s p o n s i b i l i t y  between t h e  S t a t e  and t h e  
f a m i l y  i s  a more d i f f i c u l t  goal  t o  r e a c h  be c ause  i t  r e q u i r e s  a more 
f l e x i b l e  p o l i c y ,  i n c l u d i n g  t h e  development  o f  a g r e a t e r  v a r i e t y  o f  
s u b r o u t i n e s .  With t h i s  g r e a t e r  f l e x i b i l i t y  a l s o  comes g r e a t e r  
d i f f i c u l t y  f o r  t h e  f a m i l y  in  c h o o s in g  which s e r v i c e s  t h e y  r e q u i r e .  
Th i s  i s  why i t  becomes i m p e r a t i v e  f o r  s e r v i c e  p r o v i d e r s  and f a m i l i e s  
a l i k e  t o  u n d e r s t a n d  and acknowledge  t h e  l i m i t a t i o n s ,  as  wel l  as  t h e  
p r o v i s i o n s ,  of  s e r v i c e  a l t e r n a t i v e s .  I f  t h e y  r e a l i z e  t h a t  c e r t a i n  
f a m i l y  f u n c t i o n s  c a n n o t  be r e p l a c e d  and a r e  l o s t ,  t h e y  w i l l  be b e t t e r  
a b l e  t o  d e c id e  on t h e  be s t  a l t e r n a t i v e s  f o r  t h e i r  c h i l d r e n  and 
c l i e n t s .
Thus ,  when i t  comes t o  s u c c e s s f u l  c o m m u n i t i z a t i o n ,  t h e r e  i s  no 
s u b s t i t u t e  f o r  p r o f e s s i o n a l  e x p e r t i s e  and i n t e r v e n t i o n ,  bu t  t h e r e  i s  
a l s o  no s u b s t i t u t e  f o r  k in  invo lv emen t  e i t h e r .  What i s  needed i s  a 
s o c i a l  p o l i c y  t h a t  r e c o g n i z e s  t h i s  and i n c o r p o r a t e s  t h e  s p e c i a l  
knowledge of  e a c h .
P a r e n t s '  Recommendations
In 1985,  t h e  d i r e c t o r  o f  t h e  New Hampshire  D i v i s i o n  o f  Mental 
H ea l th  and Developmental  S e r v i c e s ,  Mr. Don Shumway s t a t e d  t h a t
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Lacon ia  S t a t e  School would remain open and p a r t  o f  t h e  cont inuum of  
s e r v i c e s  a v a i l a b l e  t o  de v e lo p m en ta l1 y  d i s a b l e d  peop le  in  New 
Hampshire .  S ince  t h i s  r e s e a r c h  cou ld  no t  have been c a r r i e d  o u t  
w i t h o u t  t h e  c o o p e r a t i o n  o f  t h e  93 f a m i l i e s  who compr ise  t h e  sample ,  1t  
i s  i m p e r a t i v e  t h a t  t h i s  f i n a l  c h a p t e r  s hou ld  make p l a i n  t h e i r  t h o u g h t s  
and d e s i r e s .  I t  t h e r e f o r e  makes s e n s e  t o  t a k e  i n t o  a c c o u n t  t h e  recom­
m enda t ions  p a r t i c i p a t i n g  p a r e n t s  have made in  our  i n t e r v i e w s  to  
improve t h e  s e r v i c e  d e l i v e r y  sys tem as  a w ho le ,  whe ther  t h e i r  c h i l d r e n  
(who a r e  no t  c h i l d r e n  any l o n g e r ,  f o r  t h e  most  p a r t )  r e s i d e  in  t h e  
i n s t i t u t i o n ,  in community l i v i n g  a r r a n g e m e n ts  or  a t  home.
Here i s  a l i s t  o f  some o f  t h e  s u g g e s t i o n s  and g o a l s  proposed  by 
p a r e n t s .
1 .  Educ a t ion  in  Home Towns.
C h i l d r e n  s hou ld  be a b l e  t o  go t o  schoo l  in t h e i r  
own town.  One mothe r  com pla ined  "B a rba ra  has  always 
been bused o u t  o f  town t o  s c h o o l . "
2 .  C on t inue  School  Age t o  21.
C u r r e n t l y  t h e r e  i s  t a l k  o f  New Hampshire  low e r ing
t h e  schoo l  age l i m i t  t o  18 f o r  hand icapped  c h i l d r e n .
One can s e e  t h e  m is u s e  o f  t h e  concep t  o f  n o r m a l i z a t i o n
t o  s u i t  t h e  p o l i t i c a l  ends  o f  pe r s o n s  f a c e d  wi th  a t i g h t
budge t  which always impinges  upon e d u c a t i o n .
3 .  Cont inued  T r a i n i n g .
One r e l a t i v e  t o l d  us " S ince  t h o s e  k i d s  a r e  s low er  
t h a n  t h e  normal k i d s ,  why shou ld  t h e i r  e d u c a t io n  s t o p  
a t  21? E r i c  i s  17,  bu t  he c ou ld  s t i l l  l e a r n  more ."
4 .  Home-Based S e r v i c e s .
Mothers  o f t e n  e x p r e s s e d  t h e  need f o r  a s s i s t a n c e  in  
managing t h e i r  c h i l d r e n  a t  home. They b e l i e v e  t h a t  
i f  t h e y  had had t h e  s k i l l s  and p r o f e s s i o n a l  s u p p o r t  a t  
t h e  t i m e ,  t h e y  would n o t  have had t o  p l a c e  t h e i r  
c h i l d r e n  1n LSS.
5 .  R e s p i t e  Ca re .
Whole c h a p t e r s  c o u ld  be w r i t t e n  a b o u t  t h e  im por ta nc e  
o f  r e s p i t e  c a r e .  A common c r y  among p a r e n t s  was:
" I f  I ' d  have had r e s p i t e  c a r e —a week h e r e ,  a weekend 
t h e r e — I c o u l d ' v e  a vo ide d  s e nd ing  h im /h e r  t o  Lacon ia  
a l t o g e t h e r .
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6 .  Community-Based Homes.
In t h e  s t a t e  o f  New Hampshire  where many o f  t h e  
l o c a l  s e r v i c e s  a r e  d e p e n d e n t  upon l o c a l  b u d g e t s ,  
q u a l i t y  o f  c a r e  and a v a i l a b i l i t y  o f  group homes i s  
g r e a t e r  i n  t h e  more p o p u l a c e  r e g i o n s .  U n less  
d i s t r i b u t i o n  o f  funds  i s  a l t e r e d ,  we w i l l  c o n t i n u e  to  
he a r  "The o n l y  t h i n g  t h a t ' s  h e a r t b r e a k i n g  1s t h a t  
t h e r e ' s  no p l a c e  ( l i k e  t h e  group home 1n Nashua)  h e r e  
in  Dover .  I t ' s  an hour  and a h a l f  t r i p ,  e v e r y  t im e  we 
go t o  s e e  h e r . "  This  s i t u a t i o n  does no t  f o s t e r  c l o s e r  
f a m i ly  c o n t a c t  i f  e v e ry  v i s i t a t i o n  becomes a major  
j o u r n e y .
7 .  R e c r e a t i o n
More programs a r e  n e e d e d .  R e c r e a t io n  programs In 
t h e  community a r e  i m p o r t a n t  f o r  d e v e lo p m e n t a l l y  d i s a b l e d  
c h i l d r e n  e s p e c i a l l y  b e c a u s e  t h e y  tend t o  l o s e  what t h e y  
l e a r n  i n  s c hoo l  w i t h o u t  t h e  s t i m u l a t i o n  o f  o t h e r  c h i l d r e n  
and t e a c h e r s .  P a r e n t s  s u g g e s t e d  programs were needed:
a )  a f t e r  s c h o o l ;  b) weekends ;  c) summer v a c a t i o n s .
8 .  Programs f o r  A d o l e s c e n t s .
There  a r e  programs f o r  c h i l d r e n  and programs f o r  
a d u l t s ,  b u t ,  i n  t h i s  age o f  " n o r m a l i z a t i o n , "  t h e r e  i s  
s t i l l  a p a u c i t y  o f  programs ge a re d  to  t h e  needs  of  
a d o l e s c e n t s .  E .G . ,  one f a t h e r  sugges ted  r e t u r n i n g  
t o  a c u r r i c u l u m  t h a t  once a g a i n  inc luded  f a rm in g  and 
r a i s i n g  a n i m a l s  and a g r e a t e r  v a r i e t y  o f  c h o i c e s  
b e s id e s  t h e  s h e l t e r e d  w orkshop .
9 .  The S e r v i c e  D e l i v e r y  Sys tem .
P a r e n t s  and s e r v i c e  p r o v i d e r s  a l i k e  e x p r e s s e d  t h e  
need f o r  g r e a t e r  c o o r d i n a t i o n  among a g e n c i e s  t o  i n s u r e  
c o n t i n u i t y  o f  c a r e  and e l i m i n a t i o n  of  d u p l i c i t y  as 
we l l  as  t h e  o m is s ion  o f  s e r v i c e s .
10. More c o n t a c t  between s e r v i c e  p r o v i d e r s  and members 
o f  t h e  community and v i c e  v e r s a .
11.  Q u a l i t y  c o n t r o l  s h o u ld  be r e v i s e d  so t h a t  1 t  does 
no t  i n t e r f e r e  w i th  s e r v i c e  d e l i v e r y .  House p a r e n t s  and 
f o s t e r  p a r e n t s  compla ined o f  “ to o  much p a p e r  w o r k , ” which 
in c lu d e d  d a i l y  logs  on ea ch  p e r son  r e g a r d i n g  ADL s k i l l s ,  
b e h a v i o r ,  m e d i c i n e ,  e x p e n s e s  so t h a t  "home" had become 
"more l i k e  an i n s t i t u t i o n . "  I r o n i c a l l y  t h e  p a p e r  work 
I n t e r f e r e d  w i t h  d i r e c t  c a r e  o f  r e s i d e n t s .
12. Case f i n d i n g  r em ain s  a p rob lem .
One m o t h e r  p o i n t e d  t o  t h e  need f o r  a much s t r o n g e r  
system t o  f i n d  and h e l p  a l l  t h o s e  peop le  who have " f a l l e n  
th rough  t h e  c r a c k s . "  She was i n d ig n a n t  t h a t  "LSS c l i e n t s  
a r e  g e t t i n g  p r i o r i t y  i n  s e r v i c e s  over  community c l i e n t s  
whose f a m i l i e s  s t r u g g l e d  t o  m a i n t a i n  t h e i r  c h i l d r e n  a t  
h o m e . . . .  With  a l l  t h e  s e r v i c e s  we c la im  t o  have ,  we a r e
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s t i l l  f i g h t i n g  t o  s u p p o r t  them [ i . e . ,  t h e s e  p a r e n t s  and 
t h e i r  c h i l d r e n ]  and we s h o u l d n ' t  have  t o . "  Ano ther  mother 
adamantly  s t a t e d ,  " U n le s s  peop le  have  s t r o n g  a d v o c a t e s ,  
t h e y  d o n ' t  g e t  s e r v e d .  I t  s h o u l d n ' t  be t h a t  way, bu t  
i t  s t i l l  i s ! "
In l o o k i n g  a t  t h e  t e s t i m o n i e s  o f  opponen ts  o f  d e i n s t i t u t i o n a l i ­
z a t i o n ,  t h e  q u e s t i o n  a r o s e :  What i s  i t  abou t  t h e  i n s t i t u t i o n  t h a t
p a r e n t s  t r u s t ?  In o r d e r  t o  shed l i g h t  on what g o a l s  communit ies  
s h o u ld  a t t e m p t  t o  r e a c h ,  h e r e  a r e  some o f  t h e  p a r e n t s '  e x p r e s s e d  con­
c e r n s .
1 .  A S a f e  P l a c e .
P a r e n t s  want t h e i r  c h i l d r e n  t o  have  " l o t s  
o f  room t o  roam" in  s a f e t y .
2 .  P r o t e c t i o n  from C r imina l  A c t s .
L i a i s o n  wi th  p o l i c e ,  community l e a d e r s ,  and n e ig h b o r s  
a r e  needed  t o  r educe  t h e  sense  o f  i s o l a t i o n  and t o  p rev e n t  
group homes from be ing  m i n i - i n s t i t u t i o n s  t h a t  a r e  removed 
from t h e  m ains t ream  o f  l i f e .  Of ten  t h e r e  i s  a confound ing  
o f  t h e  n o t i o n  o f  i s o l a t i o n  with s a f e t y .  Th is  l a t t e r  
problem r e q u i r e s  community e d u c a t i o n .
3 .  C o n t i n u i t y  of  Ca re .
P a r e n t s  who a r e  n o t  keen on c o m m u n i t i z a t i o n ,  l a c k  
c o n f i d e n c e  in  group home s t a f f .  A s i d e  from t h e  e x p l i c i t  
r e q u e s t  o f t e n  made t h a t  group home s t a f f  shou ld  c o n s i s t  of  
mar ied  c o u p l e s ,  t h e  need f o r  low t u r n o v e r  c e r t a i n l y  should 
be a d d r e s s e d .  Th is  ha s  t o  do wi th  u n d e r l y i n g  i s s u e s  of  
s t a f f  m o r a l e ,  good s u p e r v i s i o n  and t r a i n i n g ,  o p p o r t u n i t i e s  
f o r  s t a f f ' s  p e r s o n a l  growth  and advancement ,  s a l a r i e s ,  
b e n e f i t s ,  and budge ts  f o r  good programming.
Conc lus ion
Kin s u p p o r t  may have  an i n d i r e c t  i n f l u e n c e  on t h e  c a r e  o f  d e -  
v e l o p m e n t a l l y  d i s a b l e d  p e o p l e ,  as a m o t i v a t i n g  f o r c e  in  p a r e n t s '  
s e e k i n g  o f  p r o f e s s i o n a l  s e r v i c e s  and a s  a  so u rc e  o f  s o c i a l  s u p p o r t  and 
o c c a s i o n a l l y  a  so u rc e  o f  goods and s e r v i c e s .  I t  i s  hoped t h a t  t h i s  
s t u d y  has  d e m o n s t r a t e d  t h e  need t o  e n c o u ra g e  t h e  invo lvem en t  o f  whole 
networks  o f  f a m i l i e s  in  t h e  c a r e  o f  d i s a b l e d  p e o p l e ,  no t  on ly  b e c a u s e
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t h e y  a r e  a r e p o s i t o r y  o f  human r e s o u r c e s  but  because  such invo lvement  
may e x p e d i t e  t h e  advance  and s u c c e s s  o f  c o m m u n i t i z a t io n .
In sum, t h e  s t u d y  h i g h l i g h t e d  t h e  p o s i t i v e  impact  on t h e  
d e i n s t i t u t i o n a l i z a t i o n  movement and n o r m a l i z a t i o n  i d e o l o g y .  We saw 
how most o f  t h e  p a r e n t s ,  whe the r  t h e i r  c h i l d r e n  l e f t  t h e  S t a t e  School 
b e f o r e  ( t h e  L e a v e r s )  o r  a f t e r  t h e i r  2 1 s t  b i r t h d a y  ( t h e  S t a y e r s ) ,  
g e n e r a l l y  f a v o r e d  t h e s e  c o n c e p t s .  P a r e n t s  whose c h i l d r e n  had r e t u r n e d  
t o  t h e  community r e p o r t e d  t h a t  t h e y  were h a p p i e r  because  t h e y  saw 
t h e i r  c h i l d r e n  were h a p p i e r ,  as  a r e s u l t  ( a t  l e a s t  in  p a r t )  o f  t h e i r  
improved r e l a t i o n s h i p s  w i th  o t h e r s .  We saw t h a t  t h e  groups  d i f f e r e d ,  
however ,  in  t h e i r  r e a d i n e s s  t o  b e l i e v e  t h a t  t h e  community was equipped 
e c o n o m i c a l l y ,  and in  t h e  amount o f  p r o f e s s i o n a l  e x p e r t i s e  t o  t a k e  c a re  
o f  t h e i r  c h i l d r e n .  P a r e n t s  o f  t h e  younger  c o h o r t ,  e s p e c i a l l y  t h o s e  
who l e f t  a f t e r  1978 (when P .L .  94-142 se c u r e d  hand ic apped  c h i l d r e n ' s  
r i g h t  t o  an e d u c a t i o n )  were more e n t h u s i a s t i c  abou t  t h e i r  c h i l d r e n ' s  
community p l a c e m e n t .  P a r e n t s  of  o l d e r  more s e v e r e l y  in v o lv e d  
c h i l d r e n ,  were f e a r f u l  o f  t h e  t h r e a t  o f  c l o s i n g  LSS w i t h o u t  p roper  
s e r v i c e s  in  t h e  community a l r e a d y  in  p l a c e .  A t h i r d  conc e rn  l a y  in  
t h e  p o l i t i c a l  a r e n a :  Would t h e  S t a t e  o f  New Hampshire  m a i n t a i n  con­
t i n u o u s  and c o n s i s t e n t  s u p p o r t  o f  community programs?  The S t a t e ' s  
h i s t o r y  o f  c o n s e r v a t i s m  in  spend ing  gave r e a s o n a b l e  c ause  f o r  d o u b t .  
T h u s ,  i t  would appe a r  in  my r e a d i n g  o f  t h e  d a t a ,  t h e  p a r e n t s  a r e  
w i l l i n g  t o  do a s  much as  t h e y  a r e  a b l e  f o r  t h e i r  c h i l d r e n ,  in  g u i d in g  
them in a l i f e  p l a n  t h a t  g i v e s  them as  much autonomy as  p o s s i b l e ,  but  
w i t h  as  much community s u p p o r t  as  n e c e s s a r y .  At one end o f  t h e  con­
t in u u m  o f  s h a r e d  r e s p o n s i b i l i t y ,  we f i n d ,  f a m i l i e s  l i k e  t h e  Lawsons,  
where  p e r i o d i c  c o u n s e l i n g  and he lp  w i t h  f i n a n c i a l  management i s  a l l
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t h a t  i s  r e q u i r e d .  In t h i s  i n s t a n c e  t h e  S t a t e ' s  invo lv emen t  i s  minimal 
b u t  would a c t  a s  a r e s o u r c e  f o r  t h e  f a m i l y .  The hand icapped  person 
would be on t h e  r o l l s  as  e l i g i b l e  f o r  c a se  management and would be 
p e r i o d i c a l l y  c o n t a c t e d  t o  i n s u r e  t h a t  t h e  pe rson  was r e c e i v i n g  needed 
s e r v i c e s  and g e n e r a l l y  f u n c t i o n i n g  w e l l .  Toward th e  o t h e r  end o f  t h e  
cont inuum , t h e  S t a t e  s u b s t i t u t e s  i t s  own c o n t i n u i t y  o f  c a r e  f o r  the  
f a m i l y ' s  c a r i n g  f u n c t i o n .  In t h i s  i n s t a n c e ,  f a m i l y  f i n a n c i a l  o b l i g a ­
t i o n s  would c o n t i n u e  in some a t t e n u a t e d  fo rm,  p r o - r a t e d  a c c o r d in g  to  
a b i l i t y .
When t h e  S t a t e  s u b s t i t u t e s  f o r  t h e  f a m i l y ,  however ,  a n o th e r  
i n s t i t u t i o n  t a k e s  o v e r .  As Moroney and o t h e r s  p o i n t  o u t ,  i n s t i t u ­
t i o n a l  c a r e  i s  n o t  d e f i n e d  by l o c a t i o n  o r  t h e  s i z e  o f  t h e  f a c i l i t y  
b u t  by t h e  o r g a n i z a t i o n .  The a c t u a l  p h y s i c a l  p r e s e r v a t i o n  o f  a l a r g e  
e d i f a c e  such a s  LSS has become u n n e c e s s a ry  and a t h i n g  t o  be phased 
o u t  as soon as  p o s s i b l e .  T h i s  i s  n o t  as  a l a rm in g  a p r o p o s a l  as  i t  
m igh t  seem t o  some. The major  c o n c e r n s  vo iced  by p a r e n t s  in  New 
Hampshire— t h o s e  in  ou r  s t u d y  and in  t h e  s u rv e y  conduc ted  by th e  
Watsons ( s e e  C h a p te r  4 ) — were  t h a t  t h e  community o f f e r :  1) p roper
f a c i l i t i e s ;  2)  p r o f e s s i o n a l  c a r e ;  and 3) t h a t  t h e i r  c h i l d r e n ' s  pr imary  
r e l a t i o n s h i p s  be p r e s e r v e d .  Li twak (1985)  has  a l r e a d y  o b s e rv e d  t h a t  
t h e  f i r s t  two i t e m s  a r e  f a i r l y  w e l l  ha nd led  by l a r g e  i n s t i t u t i o n s ,  
w h i l e  t h e  t h i r d  i s  n o t .  In  t h i s  l a t t e r  i n s t a n c e ,  t h e  S t a t e  cannot  
r e a d i l y  a c t  a s  t h e  s u b s t i t u t e  b e c au s e  o f  I t s  p r e s e n t  b u r e a u c r a t i c  
s t r u c t u r e .  (Handicapped p e r s o n s  a r e  shun ted  from LSS t o  communi t i es  
"where t h e r e  i s  a bed" r a t h e r  t h a n  where t h e i r  f r i e n d s  and f a m i ly  
a r e . )  I f  p a r e n t s  and p r o f e s s i o n a l s  can be e d u c a t e d  t o  u n d e r s t a n d  t h i s  
l a t t e r  p o i n t ,  t h e y  and t h e i r  k in  and n e i g h b o r s ,  may be more w i l l i n g  t o
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t a k e  p o l i t i c a l  a c t i o n  t o  deve lop  community s e r v i c e s  (such  as  more 
e x t e n s i v e  home v i s i t a t i o n ) .  In a smal l  s t a t e  such as  New Hampshire ,  
p r e s e r v i n g  t h e  Gem ein schaf t  o f  t h e  r e m a in in g  LSS r e s i d e n t s  r e q u i r e s  
e f f o r t  and p l a n n i n g  bu t  I t  i s  not  i m p o s s i b l e .
I f  t h e r e  were t o  be o n ly  one t h o u g h t  t h a t  I shou ld  want  t h e  
r e a d e r  t o  remember from t h i s  s t u d y ,  i t  i s  t h i s :  When i t  comes t o  t h e
p r e s e r v a t i o n  of  i n d i v i d u a l  w e l f a r e — w i th  a l l  t h a t  t h e s e  two words 
imply— t h e r e  i s  no s u b s t i t u t e  f o r  t h e  h e a l t h y  f u n c t i o n i n g  f a m i l y .
Pe r so n s  i n v o lv e d  in  f o r m u l a t i n g  p o l i c y  and who have t a k e n  a 
s p e c i a l  i n t e r e s t  in  t h e  a n a l y s i s  of  i t s  impact  upon f a m i l i e s ,  have 
p o i n t e d l y  o b s e rv e d  t h a t  t h e  f a m i l y  i s  a g r e a t  r e s o u r c e  o f  government:  
The f a m i l y  has  been i d e n t i f i e d  as  bo th  a cause  and a s o l u t i o n  t o  
s o c i a l  i l l s  (Dempsey, 1981;  Kamerman and Kahn, 1978;  Moroney, 1986) .
A h e a l t h y  f a m i l y  i s  a p r e v e n t i v e  o f  d e l i n q u e n c y ,  economic dependence ,  
m enta l  i l l n e s s ,  e t c .  More s p e c i f i c a l l y ,  w i th  r e g a r d  t o  deve lopmen-  
t a l l y  d i s a b l e d  p e o p l e ,  B r u i n i n k s ,  e t  a l .  (1981) have a rgued  t h a t  com­
m uni ty  c a r e  w i t h i n  t h e  n a t u r a l  home--even wi th  a l l  t h e  a v a i l a b l e  
s e r v i c e s  s u p p l i e d  as  s u p p o r t - - i s  p r o b a b l y  t h e  l e a s t  e x p e n s i v e  a l t e r ­
n a t i v e  t o  i n s t i t u t i o n a l  ( a l b e i t  community) c a r e .  For example ,  in  a 
s t u d y  i n v o l v i n g  a small  sample conduc ted  in  t h e  S t a t e  o f  New York, 
W i l i e r ,  I n t a g l i a t a ,  and Wicks (1981 :2 15)  r e p o r t e d  t h a t  t h e  r a c i d i v i s m  
r a t e  f o r  p e r s o n s  who had been p l a c e d  w i th  t h e i r  n a t u r a l  f a m i l i e s  was 
s i g n i f i c a n t l y  lower t h a n  among p e r s o n s  p l a c e d  in  f o s t e r  c a r e  o r  group 
homes.
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One may i n t e r p r e t  t h e  l a c k  o f  f a m i ly  p o l i c y  i n  t h e  United  S t a t e s  
t o  mean a t e n d e n c y  toward a h a n d s - o f f  approach  o r  a high  r e g a r d  f o r  
p r i v a c y .  I f  we a r e  p a r t i c u l a r l y  unc o m fo r ta b le  w i t h  d i c t a t i n g  no rmalcy  
and m o r a l i t y  in  o u r  s o c i e t y ,  t h e n  we shou ld  be w i l l i n g  t o  p r o v i d e  
g r e a t e r  s u p p o r t i v e  (and a f f o r d a b l e )  s e r v i c e s  t o  f a m i l i e s ,  f o r  i t  i s  
t h e y  who make t h e  moral  d e c i s i o n s  which a r e  p a r t  o f  d a i l y  problem 
s o l v i n g .
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APPENDIX A: CLINICAL RECORDS SURVEY
NAME ___________________________________________________________________________
I .  ID# /  /  / X /  Card# /  /  X 2.  Admiss ion # /  /  X/ 3 .  LSS C a s e # /  /  /
4 .  R a te r  / __/ “
LSS RECORDS 
DATA PROFILE SHEET
5 .  Today ' s  d a t e  / / / / / / /  6.  Sex 0 = male;  1 = female
" T r  “ Mo “ Day
7 .  Date of  b i r t h  / / / / / /  /
Yr  “ Mo “ Day
8 a .  Case manager  ___________________ 8b. / / / / / / /
name Yr Mo Day
9 .  Region o f  c a s e  manager  (based on 1983 map; 01 t o  12)
A d m iss ion : i s  a s t a y  o f  21 days o r  more
10 .  Region o f  c h i l d  t h i s  admiss ion  (Based on 1983 map, upon /  /  
a d d re s s  o f  pe r son  w i t h  whom c h i l d  l i v e s  a t  t i m e  o f  a d m is s io n T T
I I .  Date  of  t h i s  adm is s ion  t o  LSS 12. Date o f  d i s c h a r g e  from LSS
/ _ / _ / _ / _ / _ / _ /  _ /  / _ / _ / _ / _ /
Yr Mo Day Yr Mo Day
13.  With whom was c h i l d  l i v i n g  a t  t i m e  o f  t h i s  a d m is s io n  t o  LSS? / ___/
E n te r  one d i g i t  s e l e c t e d  from t h e  f o l l o w i n g :
0 n a t u r a l  p a r e n t ( s )
1 f o s t e r  p a r e n t ( s )
2 a d o p t i v e  p a r e n t ( s )
3 n o n - p a r e n t  r e l a t i v e
4 o t h e r  ( s p e c i f y )  ________ ( r e c o d e )  / __ /
9 no t  s p e c i f i e d  i n  r e c o r d s
14 .  Who has l e g a l  r e s p o n s i b i l i t y  f o r  t h e  c h i l d  a t  t im e  of  t h i s  
adm is s ion?  P l a c e  a "1"  i n  a l l  boxe s  t h a t  a p p l y ;  "0" in boxes  t h a t  
do not  a p p l y .  I f  no i n f o r m a t i o n  c o d e ,  code *'9s" in a l l  t h e  boxes .
D " n a t u r a l  p a r e n t ( s )  4 D i v i s i o n  o f  WeTFare
1 f o s t e r  p a r e n t ( s )  5 a t t o r n e y
2 a d o p t i v e  p a r e n t ( s )  6 o t h e r  ( s p e c i f y )
3 n o n - p a r e n t  r e l a t i v e  Spec i fy  ____________________
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15 .  P e r s o n ( s )  who i n i t i a t e d / r e q u e s t e d  t h i s  adm iss io n
P l a c e  a " I "  in a l l  numbered boxes t h a t  a p p ly ;  "0" in boxes t h a t  
do n o t  a p p l y .  I f  no i n f o r m a t i o n ,  code "9s"  i n  a l l  t h e  boxes .
0 n a t u r a l  p a r e n t ( s )  5 Cour t
1 f o s t e r  p a r e n t ( s )  6 mental  h e a l t h  worker
2 a d o p t i v e  p a r e n t ( s )  7 p s y c h o l o g i s t
3 n o n - p a r e n t  r e l a t i v e  8 LSS s t a f f
4 D i v i s i o n  of  W e l f a r e / S o c i a l  Worker 9 O the r  ( s p e c i f y )
(Recode)
16 .  Reasons f o r  t h i s  a d m i s s i o n : P l a c e  a "1" n e x t  t o  as  many as  a p p ly ;
"0" i n  o t h e r s .  I f  no reason  g iven  ( c a n ' t  t e l l  from r e c o r d s ) ,  
p l a c e  a "9" in  each box .
1 p a r e n t ( s )  o r  g u a r d i a n  r e q u e s t  i n s t i t u t i o n a l i z a t i o n  /  /
2 p lacem en t  recommended by c h i l d ' s  p h y s i c i a n  /  /
3 p lacem en t  recommended by c h i l d ' s  t e a c h e r  /  /
4 p lacem en t  recommended by community menta l  h e a l t h  worke r  /  /
5 p lacem en t  recommended by p s y c h o l o g i s t  / __/
6 p lacem en t  recommended by w e l f a r e  w o r k e r / s o c i a l  worke r  /  /
7 c h i l d  has b e h a v i o r a l  problems /  /
8 c h i l d  has medica l  problems /  /
9 c h i l d  had c o n t a c t  w i th  law en fo rcem en t  agency /  /
10 p lacem en t  recommended by IEP team a t  LEA /  /
11 ou t -o f -h o m e  r e s i d e n t i a l  a r r a n g e m e n ts  no t  a v a i l a b l e  /  /
12 l o c a l  e d u c a t i o n a l  s e r v i c e s  no t  a v a i l a b l e  /  /
13 c h i l d  judged t o  be dangerous  t o  s e l f  o r  o t h e r s  /  /
14 f a m i l y  unable  t o  s u p p o r t  c h i l d  f i n a n c i a l l y  /  /
15 LSS s t a f f  recommends a dm iss in  /  /
16 O t h e r  ( S p e c i f y )  _________________________________ (Record)  /  /
AAMD DIAGNOSIS (LSS)
In c h r o n o l o g i c a l  o r d e r ,  f i l l  in t h e  d i a g n o s e s  and d a t e s  t h e  d i a g n o s e s  
w e re  made, combing th e  e n t i r e  r e c o r d .  En te r  numbers as  i n d i c a t e d  on 
C e r t i f i c a t i o n  C om m it tee ' s  l e t t e r .  I f  no d i a g n o s i s  i s  g i v e n ,  rev iew  
m ed ica l  r e c o r d s  and e n t e r  l e v e l  o f  s e v e r i t y  a t  t im e  o f  a dm is s ion  in 
t h e  3 b o x e s ,  u s ing  t h e  code  l i s t .  W r i t e  in  t h e  blank sp a c e  a l l  
d i a g n o s e s  ( i n c l u d e  numbers ,  e . g . ,  AAMD se conda ry  d i a g n o s e s  when 
p o s s i b l e )  g i v e n  a t  t h e  c o r r e s p o n d i n g  d a t e .
001 no r e t a r d a t i o n  p r e s e n t
002 b o r d e r l i n e  (IQ 7 0 - 8 5 )
003 mild  (IQ 55-69)
004 m o d e r a te  (IQ 36-54)
4 1 .  a)  Date  o f  f i r s t  d i a g n o s i s
b) D i a g n o s i s ;
c )  O t h e r  ____
005 s e v e r e  (IQ 20-35)
006 pro found  (IQ l e s s  t h a n  20)
007 u n s p e c i f i e d  d e g re e  o f  s e v e r i t y
008 r e t a r d a t i o n  s u s p e c t e d  bu t  
n o t  y e t  d iagnosed
/  /  
“ Yr-
/  /  
“Mb
/  / _ /  
“Day
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42.  a)  Da te  o f  d i a g n o s i s  (AT 1ST PLACEMENT or  AGE 21) /  / _ _ /  /  / _ /
b) D i a g n o s i s :  I I I  /  T r  Ro “ Hay
c)  O t h e r :
Medical  and Be ha v io ra l  D e s c r i p t i o n
For each a d m i s s io n ,  p l e a s e  answer t h e  f o l l o w i n g  q u e s t i o n s ,  u s ing  
i n f o r m a t i o n  from t h e  LSS r e c o r d s  d a t e d  c l o s e s t  t o  t h e  FIRST community 
pi a c em en t .
Ambula t ion :  1 Walks w i t h  no d i f f i c u l t y
2 Walks w i t h  d i f f i c u l t y
3 Walks o n l y  w i th  h e lp
4 Unable t o  walk
9 C a n ' t  t e l l  f rom r e c o r d s
Level o f  C e re b ra l  P a l sy
0 Does n o t  have c e r e b r a l  p a l s y
1 M ild :  does  not  have l i m i t i n g  e f f e c t s  on d a i l y  a c t i v i t e s  and
f u n c t i o n s .
2 M odera te :  l i m i t e s  a b i l i t y  t o  c a r r y  ou t  d a i l y  a c t i v i t i e s  and
f u n c t i o n s  bu t  does  n o t  p r e c l u d e  them.
3 S e v e r e :  s e v e r e l y  i m p a i r s  o r  p r e c l u d e s  d a i l y  a c t i v i t i e s  and
f u n c t i o n s .
4 C e r e b ra l  P a l sy  i s  s u s p e c t e d  b u t  n o t  d i a g n o s e d .
5 Has C e r e b ra l  P a l s y ,  l e v e l  unknown.
S e i z u r e s :  C l i e n t  0 Does n o t  have s e i z u r e s ___________________________ / _f
1 Has o c c a s i o n a l  s e i z u r e s
2 Has f r e q u e n t  s e i z u r e s
9 c a n ' t  t e l l  f rom r e c o r d s
What i s  t h e  impact  o f  s e i z u r e s  on c l i e n t ' s  a b i l i t y  t o  f u n c t i o n ?  /  I
1 Mild :  does  no t  s i g n i f i c a n t l y  a f f e c t  c l i e n t ' s  a b i l i t y  t o  f u n c t i o n .
2 M odera te :  c o n d i t i o n  s i g n i f i c a n t l y  a f f e c t s  c l i e n t ' s  a b i l i t y  t o
f u n c t i o n ,  bu t  does no t  c o m p l e t e l y  p r e v e n t  f u n c t i o n i n g .
3 S e v e r e :  c o n d i t i o n  i m p a i r s  o r  c o m p l e t e l y  p r e v e n t s  t h e  c l i e n t ' s
a b i l i t y  t o  f u n c t i o n
4 C o n d i t i o n  s u s p e c t e d ,  n o t  d i a g n o s e d .
5 C o n d i t i o n  d i a g n o s e d ,  impact  u n d e te rm in e d .
8 Not a p p l i c a b l e




(Medical  and Behav iora l  D e s c r i p t i o n  -  c o n t i n u e d )
Hear ing :____________________________________________________________________ / _/
0 No h e a r i n g  l o s s
1 Mild t o  moderate  h e a r i n g  l o s s  ( h a r d  o f  h e a r i n g )
2 S e v e r e  h e a r i n g  l o s s  ( c o n v e r s a t i o n  mus t  be v e ry  loud  or
s h o u t e d  to  be h e a r d )
3 P ro found  h e a r in g  l o s s  (does n o t  r e l y  on h e a r i n g  as  a p r im ary
ch a n n e l  of  com m unica t ion ,  a l t h o u g h  may h e a r  some loud sounds )
4 H e a r in g  l o s s  s u s p e c t e d ,  no t  d i a gnose d
5 H e a r in g  l o s s  d i a g n o s e d ,  s e v e r i t y  unde te rmined
9 C a n ' t  t e l l  f rom r e c o r d s
Hear ing C o r r e c t i o n : _______________________________________________________ / _/
0 Not  r e q u i r e d
1 Hear ing  c o r r e c t e d  wi th  h e a r i n g  a id
2 Not c o r r e c t e d
9 C a n ' t  t e l l  i f  c o r r e c t e d  o r  not
Vis ion :  / _/
0 Normal v i s i o n
1 Near normal v i s i o n  ( c a u s e s  no s e r i o u s  problem)
2 M odera te  v i s i o n  l o s s  ( g l a s s e s  u s u a l l y  p ro v id e  a d e q u a t e  v i s i o n )
3 Near  b l i n d n e s s  ( v i s i o n  u n r e l i a b l e ,  e x c e p t  under  i d e a l
c i r c u m s t a n c e s .  Must  r e l y  on n o n v i s u a l  a i d s )
4 To ta l  b l i n d n e s s  (no l i g h t  p e r c e p t i o n )
9 C a n ' t  t e l l  f rom r e c o r d s
Vis ion C o r r e c t e d : _________________________________________________________ / __/
0 Not r e q u i r e d
1 C o r r e c t e d  wi th  g l a s s e s
2 Not c o r r e c t e d  (does  no t  have g l a s s e s )
9 C a n ' t  t e l l  i f  c o r r e c t e d  o r  n o t  
Speech:_____________________________________________________________________ / __/
1 Speech i s  e a s i l y  u n d e r s t o o d
2 Speech i s  somewhat d i f f i c u l t  t o  u n d e r s t a n d
3 Speech v e r y  d i f f i c u l t  t o  u n d e rs t a n d
4 Makes sounds
5 Makes no sounds
9 C a n ' t  t e l l  from r e c o r d s
P hys ica l  A i d s :
1 Has no need 2 Needs,  h a s ,  and uses
3 Needs and h a s ,  b u t  does no t  4 Needs,  b u t  does  not  have 
o r  canno t  use
9 C a n ' t t e l l  f rom r e c o r d s
G l a s s e s /  / Walker /  /
H ea r ing  a id n Braces /  /
S p e c i a l  E a t in g  U t e n s i l s n Cane n
Communication Aid n Helmet /  /
W h e e lc h a i r n O the r  (SPECIFY) /  /  (Recode)
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O the r  Major Medical C o n d i t i o n ( s ) — Recorded c l o s e s t  t o  d a t e  o f  FIRST CP.
T h i s  s e c t i o n  i s  a r a t i n g  o f  m a jo r  medical  problems o t h e r  t h a n  d e v e lo p ­
menta l  d i s a b i l i t i e s  such as  d i a b e t e s ,  s e v e r e  a s th m a ,  h e a r t  c o n d i t i o n ,  
e n d o c r i n e  d i s o r d e r s ,  P r a t e r  W i l l i ,  drug reg im ens  r e q u i r i n g  p r o ­
f e s s i o n a l  a d m i n i s t r a t i o n  and m o n i t o r i n g  o f  e f f e c t s  o f  d r u g s ,  e t c .
C o n d i t io n  Type : On t h e  space  p r o v id e d  s p e c i f y  t h e  t y p e  o f  prob lem,
TeavTng t h e  boxes  b l a n k .  I f  t h e r e  a r e  no o t h e r  major  medical  con­
d i t i o n s ,  code box w i t h  an 0.
C o n d i t i o n  I m p a c t : S e l e c t  f rom t h e  codes below t h e  a p p r o p r i a t e  e n t r y
f o r  impac t  o r  t h e  s p e c i f i e d  m ed ica l  c o n d i t i o n  upon c u r r e n t  c l i e n t  
f u n c t i o n i n g .
Impact  Codes : 0 -  No major  m ed ica l  p ro b le m (s )
1 -  Major  medica l  p ro b le m (s )  do n o t  a f f e c t  f u n c t i o n i n g
( m a i n t a i n s  normal  l e v e l  of  work,  communica t ion,  
a c t i v i t y )
2 -  Major  medical  p ro b le m (s )  have minimal e f f e c t  on
f u n c t i o n i n g  ( s l i g h t  d e c r e a s e  in  pe r fo rm ance  l e v e l )
3 -  Major  medical  p ro b le m (s )  s u b s t a n t i a l l y  a f f e c t
f u n c t i o n i n g  ( l i m i t s  work,  communica t ion,  a c t i v i t y  
l e v e l )
4 -  Major  medical  p rob le m (s )  (work,  communica t ion ,
i n t e r a c t i o n  and d a i l y  a c t i v i t i e s )
C o n d i t io n  Type(s )  Leave boxes C o n d i t io n  (Use Impac t  Code)
S p e c i f y  t y p e ( s )  on l i n e ( s )  below b lank )  Impact
a- ...................... / _ / _ /  b- / _ /
s p e c i f y  d i a g n o s i s
a .   
s p e c i f y  d i a g n o s i s  /  /  /  b .  /  /  ETC.
Medical I n f o r m a t io n
In g e n e r a l ,  how u r g e n t  i s  t h i s  p e r s o n ' s  need f o r  medical  c a r e ?
4 G e n e r a l l y  has  no s e r i o u s  medical  needs  / __ /
3 Needs v i s i t i n g  n u r se  a n d / o r  r e g u l a r  v i s i t s  t o  t h e  d o c t o r  
2 Has l i f e - t h r e a t e n i n g  c o n d i t i o n s  t h a t  r e q u i r e s  v e r y  r a p i d  
a c c e s s  t o  medical  c a r e  
I  Would n o t  s u r v i v e  w i t h o u t  24 h r .  medica l  pe r s o n n a l  
9 C a n t '  t e l l  f rom r e c o r d s
I f  t h i s  pe rson  has  a l i f e - t h r e a t e n i n g  medical  c o n d i t i o n ,  name i t :
Recode: /  7 7
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SELF-CARE AND SOCIABILITY
T o i l e t i n g : ________________________________________________________________ / __ /
1 Goes t o  t o i l e t  by s e l f ,  com ple te s  by s e l f
2 Goes t o  t o i l e t  by s e l f ,  needs  a s s i s t a n c e  t o  c o m p le te
3 I n d i c a t e s  need a n d /o r  must  be p l a c e d  on t o i l e t  o r  bedpan
4 Not  t o i l e t  t r a i n e d
9 No i n f o r m a t i o n
D r e s s in g :  1 Dresses  s e l f  w i t h o u t  h e l p _______________________________ / __ /
2 Dresses  s e l f  wi th  h e l p
3 Does no t  d r e s s  s e l f
9 No i n f o r m a t i o n
Feed ing :  1 Feeds s e l f  t o t a l l y  i n d e p e n d e n t l y ,  uses u t e n s i l s  / __ /
2 Feeds s e l f ,  us ing  f i n g e r s
3 Feeds s e l f  w i th  he lp
4 Does no t  f e e d  s e l f
9 No i n f o r m a t i o n
From th e  r e c o r d s ,  i t  seems t h i s  p e r s o n :  / __/
1 G e n e r a l l y  has  an even d i s p o s i t i o n / i s  p l e a s a n t / l i k a b l e
2 G e n e r a l l y  has  an uneven d i s p o s i t i o n ,  f l u c t u a t e s  between
b e in g  p l e a s a n t  and d i f f i c u l t  to  ge along  wi th
3 I s  g e n e r a l l y  d i f f i c u l t  t o  g e t  a long  w i t h
9 C a n ' t  t e l l  from r e c o r d s
I n t e r a c t i o n :
When i t  comes t o  i n t e r a c t i n g  w i th  o t h e r s ,  t h i s  p e r s o n  / __/
1 A c t i v e l y  s e e k s  t o  i n t e r a c t  wi th  o t h e r s
2 W i l l  i n t e r a c t  w i t h  e n c o u r a g e m e n t /h e lp / g i v e n  t h e  o p p o r t u n i t y
3 A c t i v e l y  a v o id s  i n t e r a c t i o n  w i th  o t h e r s
4 Does no t  i n t e r a c t  wi th  o t h e r s
9 C a n ' t  t e l l  from r e c o r d s
W r i t i n g  /  /
1 Has genera l  w r i t i n g  s k i l l s  (can w r i t e  words and s en tences ' ! -
2 Some w r i t i n g  s k i l l s  ( w r i t e s  name a n d / o r  s i n g l e  words )
3 Does not  w r i t e
9 C a n ' t  t e l l  from r e c o r d s
Reading
1 Has g ene ra l  r e a d i n g  s k i l l s  ( r e a d s  s t o r i e s ,  b
2 Some red ing  s k i l l s  ( r e a d s  s i n g l e  words only)
3 Does no t  read




MALADAPTIVE BEHAVIOR—d e s c r i b e d  a t  o r  n e a r  t h e  FIRST CP
1 Never o r  r a r e l y  o b s e rv e d  o r  d e s c r i b e d  in  r e c o r d s  o r  r e p o r t e d  
no t  t o  o c c u r
2 O c c a s i o n a l l y  o b s e r v e d ,  d e s c r i b e d  o r  r e p o r t e d  t o  be o c c a s i o n a l
3 D e s c r ib e d  o r  r e p o r t e d  t o  be f r e q u e n t  o r  usua l  b e h a v io r
T h r e a t e n s  o r  does  p h y s i c a l  v i o l e n c e  t o  o t h e r s /  /
Damages own o r  o t h e r ' s  p r o p e r t y r~/
D i s r u p t s  o t h e r ' s  a c t i v i t i e s r ~ f
Uses p r o f a n e  o r  h o s t i l e  l anguage r ~ t
Smears  f e c e s rzj
I s  r e b e l l i o u s ,  e . g . ,  i g n o r e s  r e g u l a t i o n s ,  r e s i s t s
f o l l o w i n g  i n s t r u c t i o n s i  /
Runs away o r  a t t e m p t s  t o  run  away / _ /
I s  u n t r u s t w o r t h y ,  e . g . ,  t a k e s  o t h e r ' s  p r o p e r t y ,
l i e s  o r  c h e a t s / _ /
D i s p l a y s  s t e r e o t y p e d  b e h a v i o r ,  e . g . ,  r o c k s  body
back and f o r t h ,  n o n - p u r p o s i v e  hand motion /  /
Removes or  t e a r s  o f f  own c l o t h i n g r~t
Does p h y s i c a l  v i o l e n c e  t o  s e l f ry
I s  h y p e r a c t i v e ,  e . g . ,  w i l l  no t  s i t  s t i l l  f o r  any
l e n g t h  o f  t im e / _ /
D i s p la y s  s e x u a l  b e h a v io r  ( h e t e r o s e x u a l  o r  homosexual)
t h a t  i s  s o c i a l l y  u n a c c e p t a b l e ,  e . g . ,  f o r c i b l e
a d v a n c e s ,  p u b l i c  m a s t u r b a t i o n ,  p u b l i c  e x p o s u re ,  e t c . /  /
R e q u i r e s  r e s t r a i n t  or  t i m e - o u t / _ /
Causes  p roblems wi th  n e ig h b o r s  in su r r o u n d in g
community, e . g ,  f i g h t i n g ,  loud a rg u m e n ts ,  s t e a l i n g ,
p r o p e r t y  damage,  e t c . /  /
Any k ind o f  prob lems w i th  p o l i c e rj
I s  w i thd raw n ,  e . g . ,  ex t rem e  i n a c t i v i t y ,  ex treme
sh y n e s s ;  e x t r e m e  u n r e s p o n s i v e n e s s / _ _ /
Abuse o r  o v e r - u s e  o f  d ru g s  o r  a l c o h o l - i n t e r f e r e s
w i t h  d a i l y  f u n c t i o n i n g /  /
DOES THE CLIENT'S PROGRAM INCLUDE ANY OF THE FOLLOWING?
0 = No 1 = Yes 9 = C a n ' t  t e l l  f rom r e c o r d s
M e c h a n i c a l / P h y s i c a l  r e t r a i n t s  /  /  P s y c h o t r o p i c  M ed ica t ion  /  /
Name o f  Drug(s )  Recode D a i ly  Dosage Recode
______________________________ /  /  / _______ _________________________L _  / _ _ /
 / _ / _ /   / _ / _ /
TIME OUT /  /  AVERSIVE PUNISHMENT /  /
Does t h i s  c l i e n t ' s  program i n c l u d e  any r e i n f o r c e r s ?
( e . g . ,  Candy, s o c i a l  p r a i s e ,  money, h o l d i n g ,  t r i p s ,  e t c . )  D e s c r i b e .
APPENDIX B: SERVICE PROVIDER INTERVIEW QUESTIONS
Name
ID# /  / _ / _ /  X/  R a t e r  / _ /
CASE MANAGER AND SERVICE PROVIDER INTERVIEW SCHEDULE
1.  TODAY'S DATE / / / / / / /  PLEASE INDICATE THE NAMES, SEX
T r  “ Mo Day TITLES OF OTHER INFORMANTS
In fo rm a n t  __________________________  INFORMANT____________________________
2 .  T i t l e  ___________________________  ___________________________
Address
Work Telephone  _______________________
3 .  Sex of  i n f o r m a n t  0=male l= f e m a l e
4 .  L oc a t io n  o f  I n t e r v i e w
5a .  Where i s  c l i e n t  l i v i n g  no w ? ____________________________ 5b. Date  began
( a d d r e s s  and name)
[ u s e  town c o d e ]______________ ____________________________
Name o f  C o n ta c t  Person ____________________________
Telephone  ____________________________
6 .  At PRESENT, i s  your  c l i e n t  a t t e n d i n g  sc h o o l?  0=N0 1=YES
7.  School _________________________________________________  7a .  Date  began
Address  _________________________________________________
C o n ta c t  Pe rson  _________________________________________
8 .  Does [ c l i e n t ]  have a CASE MANAGER? 0=N0 1=YES
9 a .  Case m a n a g e r ___________  as o f  9 b .  /  /  /  I I I
name r e c o d e  / / 7 ~Yr Wo Day
9 c .  Region o f  Case manager  (based on 1983 map; 01 t o  12) I I I
10.  When d id  you f i r s t  become i n v o lv e d  w i th  t h i s  c l i e n t ?  /  /  /  /  /
" T r  Mo T)ay
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11.  How o f t e n  do you c o n t a c t  [your  c l i e n t ] ?
1 3 t i m e s  or  l e s s  p e r  yea r
2 4 t o  6 t imes  p e r  y e a r
3 Once a month
4 Every  o t h e r  week
5 Once a week
6 Two t im es  or  more  a  week
I f  you were  t o  break you r  CONTACT TIME w i t h  t h i s  c l i e n t  i n t o  the  
n e a r e s t  25% what  would i t  be?
For  example:
Would you s a y  you r  c o n t a c t  t im e  i s  100% f a c e - t o - f a c e ?  Or none o f  t h e  
t im e  i s  s p e n t  f a c e - t o - f a c e ,  b u t  you c o n t a c t  him/her  by t e l e p h o n e  50% 
o f  t h e  t im e  and w r i t e  l e t t e r s  50% of  t h e  t im e?
12 .  Is  y o u r  c o n t a c t :  None 25% 50% 75% 100%
0 1 2  3 4
a . . .  i n  pe rson?  ____  _____  ____  _____ _____
b . . .  by t e l e p h o n e ?  ____  _____  ____  _____ ____
c . . .  by m ai l?_________________  _____  _____ _____ _____
d . . .  by o t h e r  means? ____  _____  ____  _____ _____
e . . .  o t h e r ?
S p e c i f y  ( e . g . ,  th ro u g h  a n o t h e r  p e r s o n  who a c t s  as  m essenger  such 
as m o th e r?
13.  THIS CLIENT LIVES IN:
( c i r c l e  number) 1 n a tu r a l  p a r e n t s '  home
2 a d o p t iv e  p a r e n t s '  home
3 f o s t e r  p a r e n t s '  home ( o r  sh a re d  home)
4 group home
5 r e s i d e n t i a l  f a c i l i t y
6 o t h e r  ( s p e c i f y )  _________________________
14 .  Does [ c l i e n t ]  have a l e g a l  guard ian  0=N0 1=YES
1 4 a . I f  YES, who has l e g a l  r e s p o n s i b i l i t y  (CIRCLE ALL THAT APPLY)
a .  n a t u r a l  p a r e n t ( s )
b .  f o s t e r  p a r e n t ( s )
c .  a d o p t i v e  p a r e n t ( s )
d .  n o n - p a r e n t  r e l a t i v e  Recode / / / / / / /
e .  D i v i s i o n  of  W e l f a r e
f . a t t o r n e y
g .  o t h e r  ( s p e c i f y )  ___________________________________________
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IF CLIENT DOES NOT LIVE AT HOME:
15a .  How I n t e r e s t e d  would you say 
[ y o u r  c l i e n t ' s ]  f a m i l y  i s  in  
h i s / h e r  wel l  b e in g ?
0 Not i n t e r e s t e d  a t  a l l
1 S l i g h t l y  i n t e r e s t e d
2 Somewhat i n t e r e s t e d
3 Very i n t e r e s t e d
9 D o n ' t  know
15b. How o f t e n  does you r
c l i e n t  s e e  h i s / h e r  f a m i ly ?
0 Never
1 Once o r  t w i c e  a y e a r
2 3 o r  4 t im es  a y e a r
3 Once o r  t w i c e  a month
4 Weekly
9 D o n ' t  know
16. Who comes t o  v i s i t ?  (CIRCLE ALL THAT APPLY)
a .  Mother b .  F a t h e r  c .  B r o t h e r ( s )  d .  S i s t e r ( s )  e .  O the r
( S p e c i f y )
RECODE / _ / _ / _ / _ /
FINANCIAL AID
17. At p r e s e n t ,  how does  your  c l i e n t  s u p p o r t  h e r / h i m s e l f ?  
THAT APPLY)
CIRCLE ALL
a .  Works f o r  pay
b .  AFDC
c .  APTD
d .  SSA
e .  SSD
f .  SSI
g .  VA
h .  Local  w e l f a r e
i .  P a r e n t  s u p p o r t  
j .  O the r  ( S p e c i f y )
k.  D o n ' t  know
18.  In o r d e r  t o  meet  m ed ica l  e x p e n s e s :  (CIRCLE ALL THAT APPLY)
a .  C l i e n t  pays h i s / h e r  own b i l l s  
C l i e n t ' s  p a r e n t s  pay b i l l s  
pays b i l l s  
pays b i l l s
i n s u r a n c e  pays b i l l s  








M e d ic a re
C l i e n t ' s
C l i e n t ' s
O t h e r  ( S p e c i f y )
RECODE: / / / / / / /
NOW I WOULD LIKE YOU TO TRACE, TO THE BEST OF YOUR KNOWLEDGE, THE 
PLACES YOUR CLIENT LIVED RIGHT AFTER LEAVING LSS. PLEASE USE YOUR 
RECORDS IF YOU NEED TO. LET ME START BY ASKING: WHERE DID YOUR 
CLIENT GO WHEN S/HE FIRST LEFT LSS?
l a .  Name and a d d re s s  _____
o f  R e s i d e n t i a l  ____
Placem en t  ____
C o n t a c t  Person  
( r e l a t i o n  t o  c l i e n t )
Tel#
I d .  S c hoo l?  
/  /  Yes 
/  /  No
Dates  of r e s i d e n c e :  From l b  / / / / / / /  to l c  /  I I I  f
Wo Yr Day Wo Yr  f l ay
WHERE DID YOUR CLIENT LIVE NEXT?
[The above i n f o r m a t i o n  i s  o b t a i n e d  f o r  each r e s i d e n c e ? ]
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WRITE THE NUMBER OF THE CHOICE IN EACH BOX FOR EACH CP
C l i e n t ' s  Res idences  A f t e r  LSS 
1 2 3 4
5 .  How many TIMES d i d  your  c l i e n t
VISIT t h i s  p a r t i c u l a r  RESIDENCE / ______/  / _____ /  / _____ /  / ______/
BEFORE be in g  p l a c e d  t h e r e  ( 9  D o n ' t  know)
6 .  R e s i d e n t i a l  p lac e m e n t  i s :  /  /  / /  / /  / /
1 Pub ic  2 P r i v a t e  3 f a m i ly  home 
9 D o n ' t  know
7 .  P lacement  i s :  I I I /  / /  / /
1 Non-ICF/MR 2 ICF/MR 8 NA 
9 D o n ' t  know
8 .  With r e g a r d  t o  t h e  AGES o f  c l i e n t s  
in  EACH r e s i d e n t i a l  p l a c e m e n t ,  
r e s i d e n t s  a r e :  /  /  / /  / /  / /
1 Under 21
2 Are mixed,  some c h i l d r e n ,  
some aged 21 o r  o l d e r
3 All  a r e  a d u l t s  (21 o r  o l d e r )
8 Not a p p l i c a b l e  9 D o n ' t  know
9 .  The s i z e  o f  t h i s  r e s i d e n t i a l  placement  
(number in  h o u s e h o ld  i f  f o s t e r  or
n a t u r a l  p a r e n t s '  home) /  /  /  /  /  I I I
1 1 t o  3 r e s i d e n t s
2 4 t o  6 r e s i d e n t s
3 7 t o  10 r e s i d e n t s
4 11 t o  15 r e s i d e n t s
5 15 r e s i d e n t s  o r  more 9 D o n ' t  know
10.  What i s  a c t u a l  number /  / /  / /  / /  /
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SCHOOLS ATTENDED
PLEASE TELL ME THE NAMES AND ADDRESSES OF THE SCHOOLS YOUR CLIENT 
ATTENDED ASSOCIATED WITH EACH RESIDENCE.
SCHOOL
D i s t r i c t  
In  Out
12a .  / __ /  / __ /  Name______________
Address  __________
C o n t a c t  Person __________
Dates  in  SCHOOL: From I2d  t o  12e /
Yr Mo Day Yr Mo Day
Reason f o r  change  12f  ______________________________________________________
DID YOUR CLIENT GO TO ANOTHER SCHOOL?
[The above i n f o r m a t i o n  i s  o b t a i n e d  f o r  a l l  subsequen t  s c h o o l s . ]
SCHOOL Codes
00 No school  a s s i g n e d
01 f u l l - t i m e  r e g u l a r  c l a s s  w i th  no r e l a t e d  o r  s u p p o r t  s e r v i c e s
02 f u l l - t i m e  r e g u l a r  c l a s s  w i t h  r e l a t e d  o r  s u p p o r t  s e r v i c e s
03 p a r t - t i m e  r e g u l a r  and r e s o u r c e  room ( l e s s  than  50% r e s o u r c e  room)
04 p a r t - t i m e  r e s o u r c e  room and r e g u l a r  c l a s s  ( l e s s  t h a n  50% r e g u l a r  
c l a s s )
05 f u l l - t i m e  r e s o u r c e  o r  s e l f - c o n t a i n e d  c l a s s  n r e g u l a r  school 
b u i l d i n g
06 p a r t - t i m e  r e g u l a r  schoo l  and s p e c i a l  school  (dua l  p lacement )
07 f u l l - t i m e  s p e c i a l  schoo l  ( n o n - r e s i d e n t i a l ,  p u b l i c  o r  p r i v a t e )
08 f u l l - t i m e  s p e c i a l  school  -  LSS used as  a day schoo l
09 homebound i n s t r u c t i o n
10 f u l l - t i m e  s p e c i a l  r e s i d e n t i a l  school  (no a d u l t s  s e r v e d )
11 f u l l - t i m e  r e s i d e n t i a l  i n s t i t u t i o n  ( c h i l d r e n  and a d u l t s ,  non­
p s y c h i a t r i c )
12 f u l l - t i m e  r e s i d e n t i a l  p s y c h i a t r i c  i n s t i t u t i o n  ( c h i l d r e n  and 
a d u l t s )
13 o t h e r  ( s p e c i f y )
99 m i s s i n g  d a t a
School  
Code 
12c .  /  /  /  /
APPENDIX C: PARENT INTERVIEW QUESTIONS
Name o f  E x -R e s id e n t Name o f  In fo rm an t
ID# /  /  /  /  X/ Card# /  X/ /  R a t e r  /  /
PARENT COMMUNITY INTERVIEW SCHEDULE
S e c t i o n  A
1.  T oday 's  Date  / / / / / /  
T r  McTDay
2 .  E x - R e s i d e n t ' s
Date  o f  B i r t h  /  I I I  /  
YF Mo TTay
3.  Sex o f  In fo rm a n t
0 = male 1 = female




4.  R e l a t i o n  t o  C l i e n t  
1 F a th e r  2 Mother 
3 Other  ( s p e c i f y )
5.  L oc a t io n  o f  I n t e r v i e w
6a .  Where i s  c l i e n t  l i v i n g  now? ____________________6b .  Da te  Began_
( a d d r e s s  and name) ____________________________
[ u s e  town c o d e ]  ____________________________
Name o f  C o n t a c t  Person __________________________
Telephone__________ ____________________
7a .  School  ______________________________________________ 7b.  Date  Began
Address
C o n ta c t  Pe r son  TEL:
8 .  Does your  r e l a t i v e  have a  c a s e  manager 1 /  /  YES: 0 /  I  NO
9a .  Case m a n a g e r _____________________________ as  9b* I I  I I  !  / _
name r e c o d e  I I I  Yr Mo “ Day
9 c .  Region o f  c a s e  manager ( b a s e d  on 1983 map; 01 t o  12)  I I I
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NOW I AM GOING TO ASK YOU SOME QUESTIONS ABOUT THE TIME YOUR RELATIVE 
WAS ADMITTED TO LACONIA STATE SCHOOL.
10 .  Immedia te ly  p r i o r  t o  b e in g  a d m i t t e d  t o  LSS, where was [your  
r e l a t i v e ]  l i v i n g ? ________________________________________________ / __/
0 n a t u r a l  p a r e n t ( s )
1 f o s t e r  p a r e n t ( s )
2 a d o p t i v e  p a r e n t i s )
3 n o n - p a r e n t  r e l a t i v e
4 o t h e r  ( s p e c i f y )
9 D o n ' t  know
S p e c i f y ___________________________________________ Recode I I I
BEFORE ENTERING LSS, DID YOUR RELATIVE PARTICIPATE IN ANY OF THE 
FOLLOWING? (PLEASE CIRCLE THE NUMBER OF ALL THAT APPLY)
HOW MANY YEARS?
A
/ _ / 11. P r e s c h o o l  or n u r s e r y
B
/  /
/ _ / 12. E a r l y  i n t e r v e n t i o n /  /
/ _ / 13. Head S t a r t /  /
/ _ / 14. S p e c i a l  needs p r e s c h o o l /
/ _ / 15. Day Care 1 /
/ _ / 16. K i n d e r g a r t e n /  /
/ _ / 17. P u b l i c  school  e d u c a t i o n /  /
/ _ / 18. P r i v a t e  school  e d u c a t i o n /  /
/ _ / 19. Job T r a i n i n g  a c t i v i t i e s  ( f o r  
e x a m p l e ,  v o c a t i o n a l  t r a i n i n g ,  
s h e l t e r e d  workshop employment /  /
I f  [ y o u r  r e l a t i v e ]  a t t e n d e d  s c hoo l  BEFORE b e in g  adm i t t ed  t o  LSS; 
w h a t  was t h e  s c h o o l ?
Recode / _ / _ /
2 0 .  Name _______________________________________
Address
Contac t  F e r so n
Give t h e  d a t e s  a .  From I I I  I I I  b .  To /  I I  I I  f  
o f  a t t e n d a n c e  Yr Ho Day T r  Mo Day
2 1 .  What k inds  o f  i n s t r u c t i o n  d i d  [your r e l a t i v e ]  r e c e i v e ?
Recode:
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DURING THE COURSE OF [you r  r e l a t i v e ' s ]  STAY AT LSS, HOW OFTEN DID YOU 
OR MEMBERS OF THE FAMILY VISIT [your  r e l a t i v e ] ?
We a r e  i n t e r e s t e d  in  v i s i t s  you made TO LSS.
25.  On t h e  a v e ra g e ,  f o r  each  y e a r ,  would you say  you v i s i t e d :
0 Never
1 Less  t h a n  once a y e a r
2 v i s i t e d  once  o r  t w i c e  a y e a r
3 v i s i t e d  t h r e  o r  f o u r  t im e s  a y e a r
4 v i s i t e d  once a month
5 t w i c e  a month
6 once a week
9 d o n ' t  k n o w / d o n ' t  r e c a l l
26.  How o f t e n  d id  [ y o u r  r e l a t i v e ]  r e t u r n  home f o r  a v i s i t  from
0 Never
1 Less  t h a n  once a y e a r
2 v i s i t e d  once o r  t w i c e  a y e a r
3 v i s i t e d  t h r e e  o r  f o u r  t im es  p e r  y e a r
4 v i s i t e d  once a month
5 t w i c e  a month
6 once  a week
9 d o n ' t  k n o w / d o n ' t  r e c a l l
About  how many t im e s  d id  [your  r e l a t i v e ]  a t t e n d
"summer camp" w h i l e  a t  LSS? I l l
27.  How o l d  was [you r  r e l a t i v e ]  when s / h e  l e f t  LSS? __________ y e a r s
28. Was t h e r e  a second a dm iss ion  t o  LSS? Yes /  /  No / _/
29a.  I f  y e s ,  DATE / _ / _ / _ / _ / _ / _ /
Yr Mo Day
29b.  Da te  o f  d i s c h a r g e  /  /  /  /  I I I
Yr Ho  Day
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NOW I WOULD LIKE TO ASK YOU SOME QUESTIONS ABOUT YOUR FAMILY.
1.  What was f a t h e r ' s  o c c u p a t i o n  a t  t ime  o f  [ c h i l d ' s  name] I I I
a d m i s s io n  ( e . g . ,  t r u c k  d r i v e r ,  n u r s e ,  s t o r e  owner ,
m anage r ,  s e c r e t a r y ,  e t c . ) .  P l e a s e  g iv e  t h e  t y p e  of  
work done r a t h e r  t h a n  t h e  p l a c e  o f  work.
2 .  What was m o t h e r ' s  o c c u p a t i o n  a t  t im e  o f  c h i l d ' s  adm is s io n ?  I l l
( Type n o t  p l a c e )
3.  I s  m o the r  now employed f o r  pay? 0 NO 1 YES
4 .  What was m o t h e r ' s  o c c u p a t i o n  b e f o r e  m a r r i a g e ?  I l l
5.  What was t h e  k ind  o f  work m other  d id  when l a s t  emplopyed? /  /  /
6. F a t h e r ' s  o c c u p a t io n  a t  f i r s t  CP I I I
7.  M o t h e r ' s  o c c u p a t io n  a t  f i r s t  CP I I I
M a r i t a l  S t a t u s  o f  P a r e n t s  (Choose one number f o r  each q u e s t i o n . )
1 M ar r ied  t o  c l i e n t ' s  m o t h e r / f a t h e r
2 M a r r i e d  t o  o t h e r
3 D iv o r c e d ,  no t  r e m a r r i e d
4 Widowed
5 S e p a r a t e d
9 D o n ' t  know
8a .  M o t h e r ' s  m a r i t a l  s t a t u s  a t  t im e  o f  a d m i s s io n .  /_
8b.  F a t h e r ' s  m a r i t a l  s t a t u s  a t  t im e  o f  a d m is s io n .  /_
9a.  M o t h e r ' s  m a r i t a l  s t a t u s  when C l i e n t  l e f t  LSS. /_
9b .  F a t h e r ' s  m a r i t a l  s t a t u s  when C l i e n t  l e f t  LSS. /_
10a .D a te  o f  b i r t h  o f  m other  /  / __ I  __
Yr Mo Day
b .D a te  o f  d e a th  o f  m other  /  __
Yr Mo Day
11 a .D a te  o f  b i r t h  o f  f a t h e r  /  __
Yr Mo Day
b .D a te  o f  d e a th  o f  f a t h e r  /  /  /  /  / ______
Yr Mo Day
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EDUCATION ( r e :  p a r e n t s  m ent ioned  in  q u e s t i o n # )
12.  What i s  t h e  h i g h e s t  l e v e l  o f  e d u c a t i o n  completed by c h i l d ' s  
f a t h e r  a t  t i m e  o f  a dm is s ion?
1 some g r a d e  school  (K-8)
2 com ple ted  g rade  school
3 some h ig h  school  ( 9 -12 )
4 com ple ted  high schoo l
5 some c o l l e g e  (INCLUDE POST H.S.  TRAINING)
6 com ple ted  c o l l e g e
7 some g r a d u a t e  t r a i n i n g
8 g r a d u a t e  deg ree
9 d o n 11 know
13.  What i s  t h e  h i g h e s t  l e v e l  o f  e d u c a t i o n  comple ted  by c h i l d ' s  
m o the r  a t  t im e  o f  a dm is s ion?
1 some g r a d e  school  (K-8)
2 comple ted  grade  schoo l
3 some h ig h  school  ( 9 -1 2 )
4 com ple ted  high schoo l
5 some c o l l e g e  (INCLUDE POST H.S.  TRAINING)
6 com ple ted  c o l l e g e
7 some g r a d u a t e  t r a i n i n g
8 g r a d u a t e  degree
9 d o n ' t  know
14. Was t h e r e  a c h a n g e  in e d u c a t i o n a l  l e v e l  o f  p a r e n t s  by t h e  t im e
c h i l d  was d i s c h a r g e d  ( o r  f i n a l  CP) from LSS?
1 = f a t h e r  2 = mothe r  3= both 4 = n e i t h e r
15.  I f  y e s ,  what i s  t h e  new l e v e l ?  (Use c h o ic e s  above)
a .  f a t h e r  /  /  b .  mother /  /
INCOME
Off = no income i n  12 months p r i o r  t o  admiss ion
01 = l e s s  t h a n  $4 ,999  07 = $18 ,0 00  t o  $19,999
02 * $5,000 t o  7 ,999  08 = 20 ,0 00  t o  24 ,999
03 = $8,000 t o  10 ,999  09 = 25 ,0 0 0  t o  29 ,999
04 = 11,000 t o  13 ,999  10 = 30 ,000  t o  39 ,999
05 = 14,000 t o  15 ,999  11 = 40 ,0 0 0  t o  49 ,999
06 * 16,000 t o  17 ,999  12 = 50 ,000  and above
99 = d o n ' t  know
16a.What  i s  f a m i l y ' s  Income a t  t im e  o f  c h i l d ' s  Admission  t o
LSS? I l l
b.What  i s  f a m i l y ' s  income a t  t im e  o f  c h i l d ' s  Leav ing  LSS? I l l
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17a.How many p e o p l e  l i v i n g  i n  t h e  househo ld  a t  t im e  o f
Admission t o  LSS? I l l
b.Who l i v e d  a t  home a t  t h e  t ime?
18a.How many p e o p l e  l i v i n g  i n  t h e  househo ld  a t  t im e  of
FIRST CP? / _ / _ /
b.Who l i v e d  a t  home a t  t h e  t ime?
WHICH OF THE FOLLOWING SITUATIONS APPLIES TO YOUR RELATIVE'S 
CURRENT SITUATION?
Which of  t h e  f o l l o w i n g  s i t u a t i o n s  would you p r e f e r  f o r  h im /h e r?
(CHECK ONE FOR A AND ONE FOR B)
CURRENT PREFER
19a 19b
1 Live  a t  LSS / ___ /  / ___ /
2 Live  w i t h  p e r s o n s  who f u n c t i o n  a t  a s i m i l a r  l e v e l  
and have  s i m i l a r  h a n d ic a p s
3 Live  w i t h  p e r s o n s  who f u n c t i o n  a t  a h i g h e r  l ev e l  
a n d / o r  have no h a n d i c a p s  a t  a l l
4 L ive  w i t h  p e r s o n s  who f u n c t i o n  a t  a lower l e v e l  w i th  
somewhat  more s e v e r e  hand icaps
5 Live  w i t h  a mixed group of  p e r s o n s ,  some o f  whom 
have more s e v e r e  h a n d ic a p s  and some of  whom have 
l e s s  s e v e r e  h a n d ic a p s
6 Live  a t  home w i th  us
7 L ive  w i t h  a f a m i l y  l i k e  ours
9 D o n ' t  know
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NOW WE WOULD LIKE TO KNOW WHICH, IF ANY, OF THE FOLLOWING PEOPLE HAVE 
PROVIDED YOU WITH INFORMATION, ADVICE OR OTHER TYPES OF ASSISTANCE 
{FOR EXAMPLE, BABYSITTING, TRANSPORTATION, ETC.) WITH REGARD TO YOU 
MENTALLY RETARDED RELATIVE. (CIRCLE ONE NUMBER ON EACH LINE BELOW)
26.  FREQUENCY OF ASSISTANCE
NO
ASSISTANCE YEARLY MONTHLY WEEKLY DAILY N/A
a .  Family  0 1 2 3 4 8
b .  F r i e n d s  0 I  2 3 4 8
c .  Neighbors  0 1 2 3 4 8
d .  Co-workers  0 1 2 3 4 8
e .  O th e r  p a r e n t s  0 1 2 3 4 8
f .  P r i e s t ,  m i n i s t e r
o r  r a b b i  0 1 2 3 4 8
g .  Doc to rs  0 I  2 3 4 8
h .  O the r  0 
( P l e a s e  s p e c i f y )
1 2 3 4 8
OF ALL THE PEOPLE JUST MENTIONED WHICH HAVE BEEN MOST HELPFUL AND 
SUPPORTIVE? Read t h e  L i s t  o f  p e o p le  t o  t h e  r esp o n d e n t  a g a i n .
Recode:
27 .  Would you say  t h a t  t h e  s u p p o r t  you have  r e c e iv e d  f rom  Extended 
Fam ily  Members as  i t  r e l a t e s  t o  your  m e n t a l l y  r e t a r d e d  r e l a t i v e  
has  been:
1 e x t r e m e l y  s u p p o r t i v e - - t h a t  i s ,  you could n o t  have  done 
w i t h o u t  i t ,
2 somewhat s u p p o r t i v e ,
3 m i l d l y  s u p p o r t i v e ,
4 not  s u p p o r t i v e  a t  a l l ,  or
5 i t  made t h i n g s  worse?
NOW I WOULD LIKE TO ASK YOU A FEW QUESTIONS ABOUT YOURSELF (CIRCLE 
NUMBERS)
2 8 .  Your r e l i g i o u s  a f f i l i a t i o n  i s :  29.  How im por ta n t  i s  your
R e l i g i o n  t o  you?
1 Roman C a t h o l i c 0 Not i m p o r t a n t
2 E a s t e r n  Orthodox 1 S l i g h t l y  i m p o r t a n t
3 C o n g r e g a t i o n a l 2 Somewhat i m p o r t a n t
4 M e th o d i s t 3 Very i m p o r t a n t
5 B a p t i s t 4 Extremely im p o r ta n t
6 Jewish
7 Other
S p e c i f y
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30 .  How f r e q u e n t l y  do you a t t e n d  r e l i g i o u s  s e r v i c e s ?
0 Never
1 A few t im es  a y e a r  o r  l e s s
2 Once a month
3 Two t o  t h r e  t im e s  a month
4 Once a week
5 Two o r  more t im e s  a week
31.  What i s  y o u r  r a c i a l  o r  n a t i o n a l  32.  At home what  l anguage  do
background?  you speak?
1 W hi te ,  no t  o f  H i s p a n ic  o r i g i n 1 E n g l i s h
2 French  Canadian 2 French
3 French 3 Spanish
4 American In d ia n  o r  Alaskan  n a t i v e 4 Other
5 H is p a n ic S p e c i f y
6 Asian  o r  P a c i f i c  I s l a n d e r
7 B l a c k ,  not  of  H i s p a n i c  o r i g i n
8 Other
WE WOULD LIKE TO KNOW HOW MANY OTHER CHILDREN YOU HAVE, THEIR SEX, 
THEIR BIRTH DATE, AND WHETHER OR NOT THEY ARE DEVELOPMENTALLY 
DISABLED.
a .  b .  c .  d .
BIRTH DATE SEX MENTALLY RETARDED? ADMITTED TO LSS?
Yr/Mo/Day (0=M“ T = F )
33. 1 Yes 0 No 1 Yes 0 No
34. 1 Yes 0 No 1 Yes 0 No
35 . 1 Yes 0 No 1 Yes 0 No
36. 1 Yes 0 No 1 Yes 0 No
37. 1 Yes 0 No 1 Yes 0 No
38. 1 Yes 0 No 1 Yes 0 No
( IF  MORE SPACE IS NEEDED, PLEASE WRITE AT THE BOTTOM OF THIS PAGE)







LOCATION OF INTERVIEW ________________________________________________
T his  i s  a s t u d y  of  t h e  e x te n d e d  f a m i l y  o f  d e v e lo p m e n t a l l y  d i s a b l e d  
p e op le  who have  been a t  L a c o n ia  S t a t e  S c h o o l .  The p u rpose  i s  to  
unde rs t a n d  p o i n t s  o f  view o f  k in  about  hav ing  a hand ic apped  c h i l d  in 
t h e  f a m i l y ,  and t o  ask you what  you t h i n k  abou t  t h e  new t r e n d s  and 
p o l i c i e s  a b o u t  ha nd icapped  c h i l d r e n .
Be a s su re d  t h a t  you a r e  f r e e  t o  answer o r  no t  answer any q u e s t i o n s  I 
ask you.  I o n l y  r e q u e s t  t h a t  you t e l l  me i f  you d o n ' t  l i k e  a q u e s t i o n  
t h a t  you t e l l  me what  ab o u t  t h e  q u e s t i o n  you d o n ' t  l i k e .
Fee l  f r e e  t o  ask  me any q u e s t i o n s  you l i k e  d u r in g  t h e  i n t e r v i e w .
Fam ilygram: [On a s e p a r a t e  p i e c e  o f  p a p e r ,  t h e  r e s e a r c h e r  asks  t h e
p a r e n t  t o  map o u t  he r  f a m i l y .  The r e s e a r c h e r  i n t r o d u c e s  t h i s  p r o c e ­
d u re  by s a y i n g  someth ing l i k e  t h e  f o l l o w i n g :  "In o r d e r  t o  g e t  a b e t t e r  
p i c t u r e  o f  w h o ' s  who in  y o u r  f a m i l y  l e t ' s  map ou t  you r  f a m i ly  w i th  a 
" f a m i l y  g ram ."  W e ' l l  s t a r t  o u t  w i th  your  f a m i l y - - y o u ,  y o u r  husband 
and t h e  c h i l d r e n  and w e ' l l  b r anch  o u t  f rom t h e r e .  The r e s e a r c h e r  t h e n  
a s k s  abou t  b i r t h  d a t e s ,  d a t e s  o f  m a r r i a g e ,  d i v o r c e ,  d e a t h ,  g e o g ra p h ic  
l o c a t i o n  o f  t h e  r e l a t i v e s ,  o c c u p a t i o n s ,  e t c . ]
1 .  WHAT WAS IT LIKE THEN? WHAT WERE THE FAMILY'S REACTIONS TO THE
3.  DID THE FAMILY EVER HELP YOU? WHO HELPED YOU?
4 .  WHY DO YOU THINK THE FAMILY DIDN'T HELP YOU?
5 .  WHICH MEMBERS DO YOU THINK SHOULD HAVE HELPED YOU BUT DIDN'T?
WHY DO YOU THINK THIS?
6 .  WHICH MEMBERS WERE LEAST HELPFUL?
7 .  IS THERE ANYTHING YOU WISH TO SAY THAT I HAVE NOT ASKED YOU ABOUT?
8 .  DO YOU HAVE ANY QUESTIONS YOU WOULD LIKE TO ASK ME?
BIRTH OF ?
2 .  WHO HELPED YOU TO DECIDE TO PUT IN LSS?
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APPENDIX E: KIN NETWORK INTERVIEW SCHEDULE
E x - R e s id e n t ID # Name o f  In fo rm an t  *
T o d a y ' s  Date 
I n fo r m a n t R e l a t i o n  t o  C l i e n t
A ddre s s
Te lephone Work Telephone
L o c a t i o n  o f  I n t e r v i e w
Fam i lygram : [On a s e p a r a t e  p i e c e  o f  p a p e r ,  t h e  r e s e a r c h e r  a s k s  t h e
p a r e n t  t o  map o u t  he r  f a m i l y .  The r e s e a r c h e r  i n t r o d u c e s  t h i s  p r o c e ­
d u r e  by say ing  someth ing  l i k e  t h e  f o l l o w i n g :  "In  o r d e r  t o  g e t  a b e t t e r  
p i c t u r e  o f  who ' s  who in y o u r  f a m i l y  l e t ' s  map ou t  your  f a m i l y  w i th  a 
" f a m i l y  gram."  W e ' l l  s t a r t  o u t  w i th  y o u r  f a m i l y —y o u ,  you r  husband 
and t h e  c h i l d r e n  and w e ' l l  b r an c h  o u t  f rom t h e r e .  The r e s e a r c h e r  then  
a s k s  abou t  b i r t h  d a t e s ,  d a t e s  o f  m a r r i a g e ,  d i v o r c e ,  d e a t h ,  g e o g ra p h ic  
l o c a t i o n  o f  t h e  r e l a t i v e s ,  o c c u p a t i o n s ,  e t c . ]
Im m e d ia te ly  p r i o r  t o  be ing  a d m i t t e d  t o  LSS, where was [your  r e l a t i v e ]  
l i v i n g ?
0 n a t u r a l  p a r e n t ( s )
1 f o s t e r  p a r e n t ( s )
2 a d o p t i v e  p a r e n t ( s )
3 n o n - p a r e n t  r e l a t i v e
4 o t h e r  ( s p e c i f y )
How o l d  was [  y o u r  r e l a t i v e ]  WHEN SHE/HE WAS ADMITTED TO LSS? / _ / _ /
Who I n i t i a t e d / r e q u e s t e d  t h e  a dm is s ion  t o  LSS?
(CIRCLE LETTER OF ALL THAT APPLY)
a .  n a t u r a l  p a r e n t ( s )
b .  f o s t e r  p a r e n t ( s )
c .  a d o p t i v e  p a r e n t ( s )
d .  n o n - p a r e n t  r e l a t i v e
e .  D i v i s i o n  o f  W e l f a r e / S o c i a l  Worker
f .  Cour t
g .  mental  h e a l t h  w orke r
h .  p s y c h o l o g i s t
i .  LSS s t a f f
j .  O the r  ( S p e c i f y )  ___________________________
9 D o n ' t  know 




DURING THE COURSE OF [your  r e l a t i v e ' s ]  STAY AT LSS, HOW OFTEN DID YOU 
OR MEMBERS OF THE FAMILY VISIT [ y o u r  r e l a t i v e ] ?
We a r e  i n t e r e s t e d  i n  v i s i t s  you made TO LSS.
On t h e  a v e r a g e ,  f o r  each y e a r ,  would you say you v i s i t e d :
0 Never
1 Less  t h a n  once a y e a r
2 v i s i t e d  ne e  o r  tw ic e  a y e a r
3 v i s i t e d  t h r e e  o r  f o u r  t im e s  a y e a r
5 t w i c e  a month
6 once a week
9 d o n ' t  k n o w /d o n ' t  r e c a l l
How o f t e n  d id  [you r  r e l a t i v e ]  RETURN HOME f o r  a v i s i t  f rom LSS?
0 Never
1 Less th a n  once a y e a r
2 v i s i t e d  once  or  t w i c e  a y e a r
3 v i s i t e d  t h r e e  or  f o u r  t im e s  pe r  y e a r
4 v i s i t e d  once  a month
5 tw ic e  a month
6 once a week
9 d o n ' t  k n o w / d o n ' t  r e c a l l
What were  t h e  r e a s o n s  and c i r c u m s t a n c e s  t h a t  l e d  t o  [ y o u r  r e l a t i v e ' s ]
adm is s io n  t o  LSS?
NOW I WOULD LIKE TO ASK YOU SOME QUESTIONS ABOUT YOUR FAMILY.
What was your  o c c u p a t i o n  a t  t im e  o f  [ c h i l d ' s  name] 
a d m is s io n  ( e . g . ,  t r u c k  d r i v e r ,  n u r s e ,  s t o r e  owner ,  manage r ,  
s e c r e t a r y ,  e t c . ) .  P l e a s e  g i v e  t h e  type  o f  work done r a t h e r  
t h a n  t h e  p l a c e  o fg  work.
/ _ / _ /
What was your  S p o u s e ' s  o c c u p a t i o n  a t  t ime  o f  c h i l d ' s  
a d m is s io n ?  (Type no t  p l a c e )
/ _ / _ /
I s  f em a le  head now employed f o r  pay ,  check h e re :  0=N0 1=YES
What was f em a le  h e a d ' s  o c c u p a t i n  b e f o r e  m a r r i a g e ? / _ / _ /
What k in d  o f  work d i d  she  do when l a s t  employed? / _ / _ /
S p o u s e ' s  o c c u p a t i o n  a t  f i r s t  CP / _ / _ /
I n f o r m a n t ' s  o c c u p a t i o n  a t  f i r s t  CP /__ /__ /
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M a r i t a l  S t a t u s  o f  Kin (Choose one number f o r  each q u e s t i o n . )
1 M arr ied  t o  c l i e n t ' s ______________________ ( s t a t e  r e l a t i o n )
2 M arr ied  t o  o t h e r
3 D iv o rce d ,  n o t  r e m a r r i e d
4 Widowed
5 S i n g l e ,  n e v e r  m ar r ie d
9 D o n ' t  know
I n f o r m a n t ' s  m a r i t a l  s t a t u s  a t  t im e  of  a d m is s io n / _
S p o u s e ' s  m a r i t a l  s t a t u s  a t  t im e  o f  admission / _
S p o u s e ' s  m a r i t a l  s t a t u s  when C l i e n t  l e f t  LSS / _ _ / _ /
Date  o f  b i r t h  o f  i n f o r m a n t / /  / /  / /  /
Yr Mo Day
Date o f  b i r t h  of  s p o u s e / _ /  / /  / /  /
“Yr Mo Day
Date o f  d e a th  of  spo u s e / /  / /  / /  /
Yr Mo Day
EDUCATION ( r e :  p a r e n t s  m en t ioned  in  q u e s t i o n # )
What i s  t h e  h i g h e s t  l e v e l  o f  e d u c a t io n  YOU have comple ted?
1 some g r a d e  schoo l  (K-8)
2 c om ple te d  g rade  school
3 some h igh  school  (9-12)
4 co m p le te d  high schoo l
5 some c o l l e g e  (INCLUDE POST H .S .  TRAINING)
6 c om ple te d  c o l l e g e
7 some g r a d u a t e  t r a i n n g
8 g r a d u a t e  de g re e  / __ /
9 d o n ' t  know
What i s  t h e  h i g h e s t  l e v e l  o f  e d u c a t i o n  completed by YOUR SPOUSE?
(USE ABOVE KEY) / ______ /
NOW I WOULD LIKE TO ASK YOU FOR A FEW QUESTIONS ABOUT YOURSELF.
YOUR RELIGIOUS AFFILIATION I S :  HOW IMPORTANT IS YOUR RELIGION TO YOU?
1 Roman C a t h o l i c 0 Not  im p o r ta n t
2 E a s t e r n  Orthodox 1 S l i g h t l y  i m p o r t a n t
3 C o n g r e g a t io n a l 2 Somewhat i m p o r t a n t
4 M e th o d i s t 3 Very im por ta n t
5 B a p t i s t 4 E x t re m e ly  i m p o r t a n t
6 Jewi sh
7 O the r  ( S p e c i f y )
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RELIGIOUS AFFILIATION c o n t i n u e d
How f r e q u e n t l y  do you a t t e n d  r e l i g i o u s  s e r v i c e s ?
0 Never
1 A few t im es  a y e a r  o r  l e s s
2 Once a month
3 Two t o  t h r e  t im e s  a month
4 Once a week
5 Two o r  more t im e s  a week
What i s  y o u r  r a c i a l  o r  n a t i o n a l  
background?
1 W hi te ,  no t  o f  H i s p a n ic  o r i g i n
2 French Canadian
3 French
4 American I n d ia n  o r  Alaskan  n a t i v e
5 H i s p a n ic
6 As ian or  P a c i f i c  I s l a n d e r
7 B l a c k ,  no t  o f  H i s p a n ic  o r i g i n
8 O the r
WHAT CLUBS OR ORGANIZATIONS DO YOU BELONG TO? HOW ACTIVE ARE YOU?
At home what  l anguage  do 
you speak?
1 E n g l i s h
2 French
3 Span i sh
4 O the r
S p e c i f y
WE WOULD LIKE TO KNOW HOW MANY OTHER CHILDREN YOU HAVE, THEIR SEX, 
THEIR BIRTH DATE, AND WHETHER OR NOT THEY ARE DEVELOPMENTALLY 






MENTALLY RETARDED? ADMITTED TO LSS?
How many p e o p l e  l i v i n g  in  t h e  
ADMISSION?]
Who l i v e d  a t  home a t  t h e  t im e?
Yes 0 No 1 Yes 0 No
Yes 0 No 1 Yes 0 No
Yes 0 No 1 Yes 0 No
Yes 0 No 1 Yes 0 No
Yes 0 No 1 Yes 0 No
Yes 0 No 1 Yes 0 No
o u s e ho ld  i n  19 [ g i v e  y e a r  of
/  /  /
How many p e o p l e  l i v i n g  n t h e  househo ld  i n  19_ 
Who l i v e d  a t  home a t  t h e  t im e?
[ o f  FIRST CP] /  /  /
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NOW WE WOULD LIKE TO KNOW WHICH, IF ANY, OF THE FOLLOWING PEOPLE HAVE 
PROVIDED YOU WITH INFORMATION, ADVICE OR OTHER TYPES OF ASSISTANCE 
(FOR EXAMPLE, BABYSITTING, TRANSPORTATION, ETC.) WITH REGARD TO YOU
MENTALLY RETARDED RELATIVE . (CIRCLE ONE NUMBER ON EACH LINE BELOW)
FREQUENCY OF ASSISTANCE
NO
ASSISTANCE YEARLY MONTHLY WEEKLY DAILY N/A
a .  Family 0 1 2 3 4 5
b .  F r i e n d s 0 1 2 3 4 5
c .  Neighbors 0 1 2 3 4 5
d .  Co-workers 0 1 2 3 4 5
e .  O the r  p a r e n t s 0 1 2 3 5 5
f .  P r i e s t ,  m i n i s t e r
o r  r abb i 0 1 2 3 4 5
g .  Doc to rs 0 1 2 3 4 5
h .  O the r 0 1 2 3 4 5
( P l e a s e  s p e c i f y )
OF ALL THE PEOPLE JUST MENTIONED WHICH HAVE BEEN MOST HELPFUL AND 
SUPPORTIVE? Read t h e  L i s t  o f  p e o p l e  t o  t h e  r e s p o n d e n t  a g a i n .
Would you say t h a t  t h e  s u p p o r t  t h e  p a r e n t s  of  you r  d i s a b l e d  r e l a t i v e  
have  r e c e i v e d  from FAMILY MEMBERS as  i t  r e l a t e s  t o  y o u r  d i s a b l e d  
r e l a t i v e  has  been:  (CHECK ONE)
1 e x t r e m e l y  s u p p o r t i v e - - t h a t  i s ,  you c o u ld  n o t  have done 
w i t h o u t  i t ,
2 somewhat s u p p o r t i v e ,
3 m i l d l y  s u p p o r t i v e ,
4 no t  s u p p o r t i v e  a t  a l l ,  o r
5 i t  made t h i n g s  worse?
We would l i k e  you t o  t r a c e  t h e  d i a g n o s e s  a p p l i e d  t o  y o u r  RELATIVE'S 
h a n d ic a p p in g  c o n d i t i o n .  P l e a s e  t e l l  me t h e  d i a g n o s e s  your  c h i l d  was 
g iv en  a t  t h e  t im e  o f  ADMISSION TO LSS; a t  t h e  t im e  o f  FIRST CP and 
NOW.
At t im e  o f  ADMISSION 
At t im e  o f  FIRST CP
PROFOUND













/ _ /  
/  /
NOW /  / /  / /  / /  / /  /
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HOW WOULD YOU DESCRIBE YOUR RELATIVE'S DISABILITY WITH REGARD
TO THE FOLLOWING:
SELF-CARE and SOCIABILITY
T o i l e t i n g
1 Goes t o  t o i l e t  by s e l f ,  comple te s  by s e l f
2 Goes t o  t o i l e t  by s e l f ,  needs a s s i s t a n c e  to  c o m p l e te
3 I n d i c a t e s  need a n d / o r  must  be p l a c e d  on t o i l e t  o r  bedpan
4 Not t o i l e t  t r a i n e d
9 D o n ' t  know
D r e s s i n g
1 C om ple te ly  d r e s s e s  s e l f
2 C om ple te ly  d r e s s e s  s e l f  with v e r b a l  prompting o n l y
3 D r e s s e s  s e l f  by p u l l i n g  or  p u t t i n g  on a l l  c l o t h e s  wi th
v e r b a l  prompt ing  and by f a s t e n i n g  ( z i p p i n g ,  b u t t o n i n g ,  
s n a p p i n g )  them w i t h  h e lp
4 D r e s se s  s e l f  w i th  h e l p  in p u l l i n g  o r  p u t t i n g  on most
c l o t h e s  and f a s t e n i n g  them
5 C o o p e r a t e s  when d r e s s e d  by e x t e n d i n g  arms and l e g s
6 Must be d r e s s e d  c o m p l e t e l y
9 D o n ' t  know
F e e d in g
1 Uses k n i f e  and f o r k  c o r e c t l y  and n e a t l y
2 Uses t a b l e  k n i f e  f o r  c u t t i n g  o r  s p r e a d i n g
3 Feeds s e l f  w i th  spoon and fo rk  -  n e a t l y
4 Feeds s e l f  with spoon and fo rk  -  c o n s i d e r a b l e  s p i l l i n g
5 Feeds s e l f  with spoon -  n e a t l y
6 Feeds s e l f  with spoon -  c o n s i d e r a b l e  s p i l l i n g
7 Feeds s e l f  wi th  f i n g e r s  or  must be  f e d
9 D o n ' t  know
I t  seems t h i s  p e r s o n
1 G e n e r a l l y  has an even d i s p o s i t i o n / i s  p l e a s a n t / l i k a b l e
2 G e n e r a l l y  has an uneven  d i s p o s i t i o n ;  f l u c t u a t e s  between
b e in g  p l e a s a n t  and d i f f i c u l t  t o  g e t  along w i t h
3 I s  g e n e r a l l y  d i f f i c u l t  t o  ge t  a l o n g  wi th
9 D o n ' t  know
I n t e r a c t i o n
1 Does n o t  e n t e r  i n t o  i n t e r a c t i o n
2 E n t e r s  i n t o  i n t e r a c t i o n  on ly  when o t h e r s  i n i t i a t e
3 I n i t i a t e s  i n t e r a c t i o n s  in  f a m i l i a r  o r  p r e v i o u s l y  s u c c e s s f u l
s i t u a t i o n s  or  s e t t i n g s
4 I n i t i a t e s  i n t e r a c t o n  in  both f a m i l i a r  and u n f a m i l i a r
s i t u a t i o n s  or  s e t t i n g s  
9 D o n ' t  know
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WHICH OF THE FOLLOWING SITUATIONS would you PREFER 
(CHECK ONE)
0 Live  a t  LSS
1 Live  w i t h  pe rsons  who f u n c t i o n  a t  a  s i m i l a r  
l e v e l  and have s i m i l a r  hand icaps
2 Live  w i th  pe r sons  who f u n c t i o n  a t  a h i g h e r
l e v e l  a n d / o r  have no h a n d ic a p s  a t  a l l
3 Live w i th  pe r sons  who f u n c t i o n  a t  a lower
l e v e l  w i t h  somewhat more s e v e r e  h a n d ic a p s
4 Live  w i t h  a mixed g roup  o f  p e r s o n s ,  some of  whom
have more s e v e r e  h a n d i c a p s  and some o f  whom
have l e s s  s e v e r e  h a n d ic a p s
5 Live  a t  home with us
6 Live  w i th  a f a m i ly  l i k e  ou rs
7 Other  ( s p e c i f y )

















ATTITUDE SURVEY [See  Q u e s t ions  i n  Tab le  4 . 4 ,  page 7 8 . ]
IMPORTANT
Throughout  t h e  i n t e r v i e w ,  t h e  i n fo rm a n t  may have i n d i c a t e d  s / h e  wished 
t o  e x p r e s s  some i d e a s ,  o p i n i o n s ,  or  ask  you some q u e s t i o n s  a b o u t  t h i s  
s u r v e y .  NOW i s  the  t im e  t o  ask:
IS THERE ANYTHING YOU WISH TO SAY THAT I HAVE NOT ASKED YOU ABOUT? 00 
YOU HAVE ANY QUESTIONS YOU WOULD LIKE TO ASK ME?
APPENDIX F: INFORMED CONSENT FORM
Informed Consent fo r ____________
I . Purpose
The purposes o f th is  p ro jec t a re :
1. To fin d  o u t what kinds o f  liv in g  arrangements and 
educational programs c h ild re n  rece ive  a f te r  they  
leave Laconia S tate School.
2 . To compare services c h ild re n  rece ive  a t the S ta te  
School w ith  services they receive in the community.
3. To fin d  out how community services fo r  handicapped 
ch ild ren  could be improved.
11. Procedures
To c a rry  out th is  p ro je c t, we w i l l :
1. Read the c l in ic a l  records located a t  Laconia 
S ta te  School and community programs.
2 . Assign a code number to  each c h ild  in the study so 
we can record inform ation w ithout using anyone's 
actual name.
3 . Keep a l l  id e n tify in g  inform ation in  a locked f i l e ,  and 
not le t  anyone outside the p ro je c t see th a t f i l e .
4. Use th is  inform ation o n ly  fo r  t h is  p ro je c t, and not 
share i t  w i th  anyone e ls e  w ithout your permission.
5 . In terv iew  you and others In  the community over the 
telephone and in person to  learn o f your experiences 
in  caring fo r  a handicapped c h ild . Our questions 
w i l l  focus on such issues as l i v i ng  arrangements, 
educational serv ices , s o c ia l s e rv ices , e tc . These 
In terview s w i l l  be done a t  or near the e x -re s id e n t's  
home and w i l t  be scheduled a t the convenience o f  
those whom we are in te rv ie w in g .
6 . Spend some tim e wi th each person who l e f t  the school 
to  fin d  out how he/she l i kes  l i v i n g  in the community, 
what problems have come up, how they were solved, e tc .
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I I I .  Tour Consent
Thu next tu c tlo n  l l i t l  the p o ss ib le  r is k s  and b e n e f its  of 
Ih l t  study . Tour perm ission to  Includu thu person you have 
re s p o n s ib ili ty  fo r In d ica te s  th a t  you understand *nd agree to  
these co n d itio n s .
1. I undurstand th a t th is  p ro je c t w il t  no t ask anybody to  
do anything thay w ouldn 't no ratal ly do.
2 . I understand th a t a l l  Inform ation ob ta ined  In th is  
study w ill  ba kept c o n f id e n tia l .  Mo a c tu a l names
o f a a - ra s ld a n ts ,  p a re n ts , g u ard ian s, o r  sa rv ica  pro­
v id ers  w il l  ba used whan the s tu d y 's  r e s u l ts  a re  
pub 11 Shad.
3. I understand th a t tho only p o ss ib le  r is k s  Involved a re
1) drawing some a t te n t io n  to  the e x - ra tld e n t  because 
o f th e  p ro je c t s t a f f ' s  p resence In the  coenunlty , o r
2) making soMOne fee l  a b i t  uncomfortable because 
of  s e n s i t i v e  questions about fam ily s t r e s s ,  f inancia l  
problems, d i f f i c u l t i e s  In car ing  for  a d isab led  parson, e t c .
h. I understand th a t  the U n iv ersity  o f  New Hampshire Is  not 
l ia b le  fo r h e a lth  o r  o th e r  se rv ic e s  re la te d  to  p a r t ic ip a tio n  
In th is  p ro je c t .
5. I understand th a t  the  p ro je c t s t a f f  w il l  not t ry  to  
change, anbaraas, o r  c r l t l c l a a  anyone involved In the 
s tu d y .
i .  I understand th a t no o n e 's  d i s a b i l i ty  w il l  ba poin ted  
o u t u n n ecessa rily .
7. I understand th a t the  p ro je c t s t a f f  w il l  be as unobtrusive
a t  p o ss ib le , and w il l  no t Inconvenience anyone.
6. I understand th a t the p ro je c t w ill  not t r y  to  change the
se rv ic e s  helng received by anyone, and w il l  not In te rfe re  
w ith those se rv ices  In any way.
J .  I understand th a t I w il l  have th e  r ig h t  to  r e fu te  fu r th e r
p a r t ic ip a t io n  In th is  p ro je c t a t  any time e i th e r  fo r m ytelf 
o r  fo r th e  person I re p re se n t. The d ec is io n  not to  p a r t i c i ­
pa te  now or In the fu tu re  w ill  In no way a f fe c t  the se rv ices  
I and the e x -re s ld e n t rece iv e .
10. I understand th a t sty decision  to  g ran t perm ission on behalf 
o f  the person I am responsib le  fo r I t  e n t i r e ly  v o lu n ta ry .
11. I understand th a t  th e re  a re  severa l p o ss ib le  b e n e f i ts  which 
could r e s u l t  from th is  study . These Include a  b e l te r  under­
standing of the process and r e s u l ts  o f d e in s tlc u tlo n a lIz a tlo n ;  
more Informed tea c h e rs , a d m in is tra to rs , and le g is la to r s  who p lan
and carry  ou t community-based s a rv lc e s i  Improved se rv ic e s  
a t  the  S ta te  School and In the community fo r  handicapped 
ch ild re n  based on the  p r o je c t 's  recommendations; and Improved 
p o l ic ie s  In New Hampshire and o th e r  s ta te s  so th a t d isa b le d  
c h ild ren  and th e i r  famlI la s /g u a rd ian s can enjoy an Improved 
q u a l i ty  o f l i f e .
12. I understand th a t  th is  p ro je c t w il l  be d ire c te d  by 
Dr. Iru ce  M allo ry , who I t  a fa c u lty  member In the 
fd u ca tlo n  Department a t  UNH. I f  I have any questio n s
now or In the  fu tu re , I can c o n tac t him a t  (403) 142-2312.
13. I understand th a t  the  Laconia S ta te  School ad m in is tra tio n  
h a t approved the p lans fo r  th i s  s tudy  and I* prov id ing  
I t s  fu l l  support to  th e  p ro je c t .  Dr. Frank Hack loon 
(524-5373, e x t .  3 5 0  I t  a v a ila b le  a t  the  S ta ta  School
to  answer any q u es tio n s about th e  p ro je c t .  In a d d it io n , 
the case managers and community se rv ic e  p ro v id ers  In 
New Hampshire w il l  be Informed o f  th e  p ro je c t  once I t  
g e ts  under way, and w il l  work w ith  the  p ro je c t  s t a f f  to  
o b ta in  the necessary  Inform ation .
Hat th a t  you know the  purposes, p rocedures, r i s k s ,  and b e n e f i ts  
o f  the p r o je c t ,  p le a se  s ig n  underneath one o f th e  fo llow ing  tta ta sm n ta :
I g ra n t perm ission  fo r  _ to
p a r t ic ip a te  In th e  study  d escrib ed  above. I understand the purposes, 
procedures, r i s k s ,  and b e n e f i ts  o f th is  s tu d y .
d a te  s ig n a tu re  o f  p a ren t/g u e rd lan  phonef
I do no t g ran t perm ission  fo r  to
p a r t ic ip a te  In th i s  s tudy .
d a ta  s ig n a tu re  o f  p a ren t/g u ard ian  phone f
F lease  p lace  one copy o f  th i s  fo ra  In th e  s ta sp e d . 
s e lf-a d d re sse d  envelope th a t  I t  Included w ith  th i s  l e t t e r ,  
and aw ll I t  back to  us as soon as p o ss ib le , Thera I t  an 
e x tra  copy o f  the  fe rn  Included fo r  you to  keep fo r  fu tu re  
re fe re n c e . Thank you fo r  your h e lp l Mlease c a l l  I f  you 
hava any q u es tio n s  o r concerns (403-141-23121,
APPENDIX 6: LSS LETTER INVITING PARTICIPATION IN THE STUDY
STATE OF NEW HAMPSHIRE
DEPARTMENT OF HEALTH AND HUMAN SERVICES
DIVISION OF MENTAL HEALTH AND 
DEVELOPMENTAL SERVICES
LACONIA STATE SCHOOL A ND  TRAINING CENTER
•rl-rt* L. D>*Ua. O-O. 
C w m r m m o m t  
O ^ m sh s i « r H m m
I t e i M a A r i i m
Div m m t
PIV U M E M iiM I  H m M  u l  
CmlspaiMiAl Ism—
Jack B. Matioa. PKD.
•u p sn a lM k sE i
n t i t i u  Cs»*sr 
VM9I0
U m U a N H B O N T
m i M m
Dear
The purpose of th is  le t te r  end the enclosed form is to ask your permission to 
include <n e project celled Project SID. A brief description
also accompanies th is le t te r .  The purpose of the project 1s to find o -t what happens 
to people when they leave Laconia State School and Training Center before their twenty-
f i r s t  (21) birthday and enter the community. We will also need to get to know the
circumstances of the people who stayed a t Laconia past their tw enty-first birthday. 
Because you are the parent or legal guardian o f _ _ _ _ _ _ _ _ _  , we-need your permission
to include 1n th is  study.
Please read the enclosed form carefully. I t  explains the purpose of the study, how 
1t will be carried out, and what the possible risk s and benefits will be for those who 
partic ipate^ We hope to Include a ll of the children who have either remained or le f t  
the State School between 1970 and the present. This will give us the most complete 
picture of what happens when children return to  th e ir  families or go to live 1n foster 
or group homes.
After reading the form, please sign 1t to Indicate whether or not you will allow 
us to Include , 1n this p ro jec t. Then place the fotT. In the enclosed
envelope and mall I t  back to  me as soon as possible. If you have any cuestlons about 
the form or the project, please feel free to  c a ll  me at Laconia State School, 524-5373, 
Extension 358.
S in ce re ly ,
FRANK W. NC.ALOON, Ph.D. 
des Director, Quality Assurance
Enc. Lacor.ia State School A Training Center
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